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Abstract:  
The provision of care for people living with Human Immunodeficiency Virus (HIV) has 
advanced since the 1980’s. New treatments have changed HIV to a chronic condition instead of a 
death sentence.  
How this change has affected support networks providing care to those living with HIV 
requires further investigation. Through interviews with Key Informants (n=4), and Family and 
Peer Support Networks for those living with HIV (n=7) three major themes emerged:  
1) People providing support for people living with HIV are often HIV positive 
themselves.  
2) Methods of learning about HIV/AIDS utilized before and after HIV diagnosis; such 
as, doctors, pamphlets, and others living with HIV. 
3) Methods of support provided and received while living with HIV.  
These themes demonstrate the collaboration between support networks for people living 
with HIV. This research provides a greater understanding of support networks affected by and 
living with HIV.   
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Chapter One  
There is a substantial amount of work that goes into maintaining a sled dog 
kennel. The dogs need to be fed and watered, their lots kept clean and 
maintained. The dogs need to be given attention and regular exercise. I had 
basic jobs that I was responsible for (that earned me my allowance), but largely 
my Dad kept the kennel running. When I was 13, my Dad had an opportunity to 
help a friend set up a new dog sledding business in Hinton, Alberta for the 
winter. He took about half of our 40-dog kennel with him and I was responsible 
for the ones left at home. This was a lot more work than I had done previously, 
but I felt up to the job. Little had I realized just how much my Dad did. Between 
feeding, making sure they all had hot water to drink, having to catch loose dogs 
in the middle of the night, and repairing broken lines and collars, there was a lot 
of work. I was proud that my dad had trusted me with this job. I was also 
extremely happy when he returned after the winter to take back the brunt of the 
kennel responsibilities. 
In the story above I discuss the aspects that need consideration in the maintenance of a 
sled dog kennel, the feeding and exercising of the dogs. The smaller things like fixing collars and 
catching loose dogs. I also talk about the support required to keep a kennel running, I kept the 
kennel running while my dad was away but when we worked together the kennel ran much 
better. This chapter outlines the considerations that have gone into this project. 
Human Immunodeficiency Virus (HIV) and Acquired Immune Deficiency Syndrome 
(AIDS) came onto the world stage in the 1980’s. People did not understand how the disease 
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progressed in the body, how it destroyed the immune system, or its transmission methods. It was 
associated with men who have sex with men (MSM), and other vulnerable populations; this 
contributed to the stigma surrounding HIV (Gallo, 2006; Smith & Whiteside, 2010). 
Professionals began treating HIV/AIDS with the drugs they had access to, cancer treatments. 
This treatment was harsh and not successful. The success rates saw people die from an array of 
simple to complex infections arising from the disease (Kallings, 2008).  
HIV/AIDS research has advanced in the past 30 years.  Through this research we have 
learned that contracting HIV is not related to sexual orientation but instead to the sharing of 
specific fluids; blood, semen, vaginal fluid, anal fluid, and breast milk (CDC, 2019). Treatment 
has progressed as researchers have gained clearer understanding of how HIV progresses in the 
body.   
This study comes at a time when HIV treatment methods have significantly decreased the 
rates of transmission to 2,402 new infections in Canada, in 2017, which is a decrease from 
approximately 5500 in 1983 (Haddad et al, 2018).  It is now considered a chronic condition and 
the advances in treatment, such as Highly Active Antiretroviral Therapy (HAART), have made it 
so that people living with HIV (PLHIV) are able to live longer with a better quality of life 
(Nosyk et al., 2014).  
Caring for people who were HIV positive in the 80’s and 90’s was linked to gay men in a 
relationship, often both positive, where one man cared for his partner while the disease 
developed into AIDS and attacked all of his body’s defenses until he died a terrible death. All the 
while, the partner, also positive, had to watch this progression and envision what he would go 
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through, but without someone to care for him (Clarke et al., 2005). This painted a sad and bleak 
picture and fostered the fear that still surrounds HIV today.   
Caring for PLHIV today has the potential for change. It focuses on ensuring a healthy 
lifestyle and being an emotional support for a person who does have a long-term manageable 
disease (MacCarthy et al., 2015). PLHIV are the focus of HIV research; on how they are 
diagnosed, informed, and treated. There is a gap within the literature. People who are supporting 
PLHIV have not been the focus within current literature.  
Purpose of Study  
The purpose of this study is to discover how HIV has impacted those who are Family and 
Peer Support Networks (FPSN) networks for those who are living with HIV (LHIV). To gather 
information on how family and friends have learned and continue to learn about HIV. How they 
support PLHIV daily, and what kinds of things they do to feel supported themselves. The 
purpose of this project is to discover what caregivers need to support PLHIV.  
Principle Research Question  
In what ways does being a FPSN of a person LHIV impact a person’s knowledge, 
perception and experience related to HIV?   
Secondary Questions  
1. What resources are available and continue to be available for FPSN supporting  
PLHIV?  
2. How do FPSN of PLHIV support themselves, mentally, emotionally, physically, and 
spiritually?  
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3. What kind of impact has the support they are providing had on their own lives within 
their community, and with friends and family?  
The Objectives of this Research  
1. To discover how people who are forming FPSN of PLHIV learned about the disease and 
continue to learn as research advances.  
2. To identify what kinds of services and supports are available to FPSN for PLHIV and the 
ways in which they utilize them.  
3. To reveal how their role as FPSN for PLHIV has impacted their lives in and around their 
community.  
Importance of this Study  
FPSN who have experience caring for an individual LHIV are missing from HIV 
literature. The importance of this study is to bring the caregivers experiences to the forefront. In 
reflecting on their experiences, we can discover how individuals struggled, or succeeded, in 
finding current information on the disease, and what resources and methods were most successful 
providing education to support networks about HIV. If we can improve knowledge dissemination 
about HIV, then we can work towards lessening stigma around HIV, and support networks can 
learn how to empower themselves. As a result of stigma, caregivers may find themselves feeling 
very isolated, people they work with, friends, and family put distance between themselves and 
those who have HIV, or who care for someone with LHIV. Projects like this one demonstrate 
that while the professional community has current HIV information, this knowledge transfer and 
understanding is either not communicated or is slow to disseminate among those living with and 
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affected by HIV. It is this knowledge and information sharing which can help decrease the 
stigma and support caregivers enabling them to feel supported by their peers and within their 
own support networks.   
Design of Study  
This project uses a Qualitative Indigenist methodology. Qualitative research is an open 
research method that allows for reflection and learning to come from people’s voices. It is 
inclusive of opinions and processes that are difficult to represent using numbers. I am not an 
Indigenous person, I do not have the intrinsic sense of self to conduct Indigenous research, but I 
find compatibility with Indigenous research practices and beliefs. This research is conducted 
using an Indigenist methodology, enabling me to include a focus on the four R’s: Respect, 
Reciprocity, Recognition, and Responsibility, it is well suited to my world view and to how I and 
many others engage with information (Evans et al., 2009). I feel that through my 15 years of 
traditional academics, one thing that I have struggled with is the invisible researcher. The 
practice of not using I and personal views leaves out pertinent information within a research 
project. Though the intention is to reduce bias this method overlooks the importance of 
understanding how personal experience impacts research. We all view the world in our own way 
and by reflecting on this within our observations we increase the reliability of the work. I find the 
focus on self and what the researcher brings to the research to be a very valid approach. The 
Indigenous method of story telling is another strength of an Indigenist methodology. It is a more 
approachable method of writing and recording people’s lived experiences. Storytelling within 
Indigenous methods encourages critical thinking and enables people to learn in a more holistic 
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way. This project will focus on people’s voices and learning from other’s stories of their 
experience’s.  
Throughout my degrees in History and Anthropology I learned of projects in which the 
four R’s were not adhered to, leading to misinterpretations, loss of information harm and 
duplicity. To not recreate other’s mistakes and for the reasons listed above I choose to use a 
Qualitative Indigenist methodology for this study.  
Locating Myself  
To better understand where I come from as a settler and to connect with the Indigenous 
practice of knowing and being, and the importance of family, I will open with my personal 
location. A mental image that I feel a connection to is the concept of two eyed seeing. In two 
eyed seeing, one eye is your Indigenous world view and the other eye is your settler world view 
(Marsh et al., 2015). This concept allows for the acknowledgement of non-Indigeneity but 
provides an opportunity to focus on an Indigenous view.   
I have always been interested in healthcare, not in being a healthcare worker myself but 
in its provision and how it effects populations. I took every opportunity to include health care in 
my undergraduate degrees. Health care systems in Canada are ultimately a colonial institution 
that have ignored traditional Indigenous methods, progress has been made towards inclusive 
health care provision. Methods of health care within Traditional Indigenous cultures have 
connections to the land, making use of natural remedies and a connection to oneself to form the 
foundation of healing.    
I am a non-Indigenous learner who grew up on the traditional territories of the Nadleh 
Whut’en and the Stellat’en people in the area that is now known as Fraser Lake. I grew up 
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without a full understanding of the culture and of the history of the people living so close to me. 
My post secondary education included degrees in History and Anthropology with a minor in 
First Nations studies. Throughout this experience, I learned how colonization and life on 
reservations have impacted those living so close to me.   
My family history in Canada is not an overly complex one, my Mum’s family immigrated 
from England in 1957. My father’s side of the family has a longer history in Canada, though still 
within a handful of generations. My Nanny’s (Grandmother) parents immigrated from Sweden 
before she was born. My Grandpa’s family came to Canada just before World War I when they 
immigrated to Quebec and then Ontario. Admittedly I know little of my family history and had to 
call my great Aunt in order to get some of these details, but I have always been proud of my 
place in my family, and have always felt connected when I learned of where my family 
originated and that many of the traditions which are important to me are rooted in their past.   
Theoretical Framework  
My parents moved from Ontario to British Columbia before I was born. They enjoyed the 
outdoor lifestyle and embraced the hobby of dogsledding. I grew up with dogsledding as the 
focus in my family, often having upwards of forty-five sled dogs at a time. I would like to take 
this opportunity to describe dogsledding, I know that the intricacies of running a dog team are 
difficult to understand. When running a team all the parts are related, the musher on the sled is 
responsible for supporting the team by keeping the sled under control and the lines taut. The 
tension in the lines is important as the dogs use the lines for balance and support. If they slacken 
the team can become tangled or even hurt. The dogs are the ones to move the sled forward, but 
they are also working together and each one has a role, the dogs at the back, the wheelers help to 
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steer the sled, the ones in the front direct the team and the ones in between have to keep up the 
momentum. Everything balances off of each other and the sled moves smoothly down the trail. 
When thinking of a framework for my project, nothing made more sense to me and had 
more connections than to adopt dogsledding as my cultural framework, with the creation of 
Cultural Sledding. Cultural Sledding shows relevance in its focus on team-work and equal 
footing. With a dog team there are two sides. They are never the same, but they work together to 
move forward.   
Through the framework of Cultural Sledding my participants will pull me through the 
journey of the enlargement and equalization of my two eyes. In Cultural Sledding the researcher, 
as the sled, is being pulled through the research, my learning journey, by my participants. This 
framework is applicable even before the sled leaves on a journey. The maintenance of the kennel, 
awareness of outdoor conditions and awareness of the trail all have a place in this research. The 
maintenance of the kennel is like a literature review and conversations with people involved in 
the field of study to inform the project. An awareness of the outdoor conditions and the trail 
ahead represents the cultural atmosphere of the current moment and how one must have 
situational awareness to know what they are stepping out the door to, as it can be difficult to 
navigate. This concept of cultural sledding is appropriate within an Indigenist methodology. Each 
source or participant needs to have an equal focus, or the sled could go off the trail. Each 
participants narrative will balance the team to maintain symmetry.  I must show respect for each 
of my participants and be able to recognize their strengths and weaknesses. The pulling must be 
reciprocal to ensure the sled goes straight. The sled is responsible to the others, keeping them 
safe and enabling them support even over rocky terrain. It is a good framework to emphasize the 
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importance of individuality while understanding that it takes participants to move the topic 
forward and research to connect the researcher with the participants. Sledding emphasises how it 
takes a team effort to work through a topic and connects to my own history. I have opened with 
an explanation of my background as an acknowledgement of myself as the sled and the 
responsibility I have to my participants and my project to be a solid foundation.   
See Appendix 4 for visual representation. 
Overview  
Throughout this thesis, I will be providing supporting information from the literature 
review. The literature review shows common situations in the lives of PLHIV in Canada. I will 
then outline the methods and methodology that utilized throughout this research. I will go 
through my results and the conversation that came from talking to my participants; reflecting on 
the themes of participants being positive themselves, how they learned about HIV, the support 
for those LHIV and their caregivers, and the gaps that participants have found in learning about 
the disease and finding supports for themselves and those whom they were caring for. I will 
discuss how these findings correspond with my Key informants’ conversations and I will then 
conclude my thesis with a summary of my findings.  
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  Chapter Two  
Literature Review:  
One beautiful snowy day around Christmas time my family, along with our 
neighbours, decided to go on a day long dog sled run on a different trail than 
usual. We all bundled up and hooked up our teams with much excitement for the 
hot chocolate stop part way down the trail (much more exciting than the typical 
hour-long run). It was a trail I had not been on before and so there was much to 
see, I was paying attention to my surroundings and a little less attention to my 
team. I saw a beautiful lynx a little way ahead and realized that it was standing 
right next to the trail my team and I were following. I spent the next few 
moments praying that the lynx would not move and that my team would not 
notice an exceptionally large and exciting cat at the side of the trail. Luckily for 
me, my team was much more focused on the new trail than I was, and they did 
not see the cat, enabling me to pass by peacefully, with a story to tell around the 
fire.  
I have shared this story as an analogy of how I feel many people see HIV; that it is there 
at the side of the trail, that they may not know much about it, that it is scary and life threatening, 
but if they pray and they focus on what is ahead they will pass right by it. In my case, I did pass 
by the lynx without a problem, but had the lynx felt threatened or had the dogs seen the lynx, the 
outcome could have been quite different. Caregivers of those LHIV may find themselves in a 
situation that is not only unexpected, but for which they are ill prepared. In this section, it is my 
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intention to build the information that will fill my sled and inform the lines connecting myself, 
the sled, and my participants.   
This thesis starts with a literature review. References for information about FPSN for 
PLHIV are scarce. Much of my literature review is based on how our knowledge, treatment, and 
beliefs around HIV have changed over time, and how those LHIV have learned about the disease 
and how this has affected their relationships and ultimately their quality of life. This literature 
review allowed for the recognition of a gap between what professionals who work in the field of 
HIV research and treatment know and the information and understanding those with the disease 
and their FPSN have.  
Statistics  
HIV/AIDS is a global disease. In 2017 there were an estimated 1.8 billion new infections: 
of these 66% of HIV positive people knew their status. Of this 66% of HIV positive people, 77% 
were accessing Antiretroviral Therapy (ART) treatment. Viral suppression is achieved for 82% 
of the 77% of people accessing ART. The importance of viral suppression is people who are HIV 
positive will not spread HIV if they are virally suppressed (Jongbloed et al., 2019). Globally the 
number of people diagnosed with HIV/AIDS is huge. If we look at the numbers of those living 
with or affected by HIV, it is astounding to think that we as a population do not know and hear 
more about HIV/AIDS.  
There are three main sources of surveillance for HIV in Canada: “The National 
HIV/AIDS Surveillance System (HASS), Immigration Medical Screening for HIV by 
Immigration, Refugees and Citizenship Canada (IRCC), and the Canadian Perinatal HIV 
Surveillance Program (CPHSP)” ( Haddad et al, 2018, p. 325). These sources have identified 
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groups of people who are most at risk for contracting HIV. Among those at higher risk are; 
people who are Gay, Bisexual, and other Men who have Sex with Men (gbMSM), and those 
considered to be living a high-risk lifestyle, such as people who inject drugs (PWID), women, 
and Indigenous people.  
One of the most effective surveying tools for women and children is CPHSP. Among 
mothers who are HIV positive, 69.5% reported contracting HIV through heterosexual contact and 
23.6% through injected drug use (IDU) in 2017 (Haddad et al, 2018). In 2017 96.7% of HIV 
positive mothers are on ART treatment to prevent transmission from mother to baby (Haddad et 
al, 2018). The number of children with HIV are tracked in two ways: the number of children 
born to Canadian HIV infected mothers and the number of migrant or Canadian children who are 
receiving HIV treatment (Haddad et al, 2018).  
Anyone migrating to Canada must undergo the Immigration Refugees and Citizenship 
Canada (IRCC) HIV screening. It is mandatory for everyone over 15, and anyone under 15 who 
is a risk (Haddad et al, 2018). The number of people entering Canada has increased and so has 
the number of people entering Canada who are HIV positive (Haddad et al, 2018).  
Within Canada the reported rates of HIV for Indigenous people are 179.2 per 100,000. 
This number is higher than in Indigenous populations in Australia, New Zealand, and the United 
States (Jongbloed et al., 2019). As of 2016, 4.9% of the Canadian population reported as 
identifying as Aboriginal according to Stats Canada. As of 2017 the number of people 
identifying as Aboriginal who had new HIV infections represented 20.1% of all new infections 
(Haddad et al, 2018). 
See Appendix 3.  
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This number is even more dramatic when discussing Indigenous women who as of 2014 
represented 3.5% of B.C.’s female population and 1/3 of women with new HIV diagnosis 
(Olding et al., 2017). The high proportion of HIV positive women who are Indigenous is 
reflected in the number of HIV positive infants in 2016, 25.5% of which were Indigenous and  
11.8% Caucasian (Bourgeois et al., 2017).   
One issue that impacts Indigenous HIV numbers is IDU. The number of people who 
contract HIV through IDU in Canada is 16.3%. Of this 16.3%, 68.1% are Indigenous people 
(Haddad et al, 2018).  In one instance in Indiana there had been a reported 5 cases of HIV in the 
previous 10 years. Then, due to IDU, there was an outbreak of HIV, seeing 184 people newly 
infected (Schafer et al., 2017). The speed with which this outbreak spread is a reason to work 
towards informing people of risk and supporting safe locations and supplies.  
HIV as a disease does not show preference for gender or sexual orientation, but it has 
affected a higher number of men: 75.2% of new HIV diagnoses were male and 24.8% were 
female as of 2017 (Haddad, 2018). Of that high number of men affected by HIV, 46.4% were 
gbMSM (Haddad et al, 2018). There are multiple factors that the 2017 surveillance report 
identified as contributing to the high numbers of HIV diagnoses amongst gbMSM. There is a 
new lack of concern for the severity of HIV and it is thought that many have what is called 
therapeutic optimism, believing that there are now treatments for HIV and so they do not worry 
about it. HIV is more easily transferred through anal intercourse, there is a strong stigma, both 
with HIV and sexual orientation, making access to health care services difficult (Haddad et al, 
2018).  
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More people who are contracting HIV are older, as found by the public health 
surveillance report for 2017. As of 2010, HIV had become the number one reason people aged 
30-44 were not living as long due to a disability (Haddad et al, 2018). “The 30-39-year-old age 
group continued to represent the highest number of new HIV cases, 31.2%, a finding that has 
been observed since the beginning of the reporting period. In 2017, the 50 years and older age 
group represented the second highest proportion of new HIV cases at 22.9%, followed closely by 
the 40-49-year-old age group at 22.4%” (Haddad et al, 2018, p. 326). This finding could be due 
to a number of reasons such as: “unique risk factors such as higher proportions of widowed and 
divorced people engaging in new relationships, lower proportions of protected sex due to lack of 
pregnancy concerns, and a stronger stigma associated with discussion of sexual and drug habits 
with doctors in this older age group” (Bourgeois et al., 2017, p. 254). Whether it is due to 
increased diagnosis or improved treatment or a change in the demographics for contracting the 
disease, there is an increase in the reported number of people in Canada who are LHIV.   
The prevalence of HIV in Canada has dropped since the 1980’s. In a graph created by the 
Public Health Agency of Canada (Appendix 2) one can see that the incidence of HIV peaked 
around 1985 with 5300 newly infected individuals that year. However, numbers for HIV in 
Canada are estimates as they include the projected number of people who are undiagnosed. 
Within Canada 2017 saw 2,402 new HIV diagnosis, an increase of 3% since 2016 and 17.1% 
since 2014 (Haddad et al, 2018).  
While it is not certain why this has occurred, there are several possible reasons for the 
increase: there is an increase in the number of people contracting HIV, new testing and treatment 
methods may have led to more people coming forward to get tested, new reporting methods more 
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accurately represent the number of PLHIV, or an increase in HIV positive migrants moving into 
Canada. The increased numbers could also come from people accessing care and simply living 
longer lives. The increase could also be a combination of the above reasons (Challacombe, 2018; 
Haddad et al, 2018).  
There is no standardized approach to reporting HIV cases in Canada and there is the 
possibility of duplicate reports or reporting delays that may skew the numbers (Haddad et al, 
2018). The fact that an unknown number of people who are LHIV, and do not know that they 
have an infection, and are therefore undiagnosed and unreported. The above factors mean that the 
reported numbers for PLHIV are estimates.  
There are limited HIV treatment options for those living in rural and northern regions due 
to a shortage of professionals and resources. As of 2005 only about “16% of family physicians 
and 2.4% of specialists” provided care in rural communities, which are home to 21.7% of the 
Canadian population (Schafer et al., 2017, p. 10). 46.8% of Aboriginal people live on rural 
reserves, exacerbating the issue of limited rural services (Habjan et al., 2012).  
There are discrepancies between the facts about HIV, and what people understand the 
facts to be. The belief in fallacies about HIV are still common among Canadians, 15% of 
Canadians are afraid they could contract HIV just by being near someone who is HIV positive 
(EKOS Research Associates, 2018). Only 26% of Canadians believe that treatment can reduce 
HIV viral loads enough that they would not pass it to another person (EKOS Research 
Associates, 2018). This portion of the population helps to reinforce the stigmas surrounding HIV. 
There is a lack of understanding about HIV treatments, 15% of Canadians believe there is a cure 
for HIV, 8% are not sure, and 30% of Canadians believe there is a vaccine for HIV (EKOS 
SUPPORT FOR PEOPLE LIVING WITH HIV    25  
  
Research Associates, 2018). These numbers are an example of how people may not believe they 
need to worry about contracting HIV anymore. They believe there is a vaccine for HIV or even 
that it can be cured. The percentage of the populations that does not understand how they would 
contract HIV, and are not concerned with protecting themselves, as they believe they can be 
cured, could impact the number of people contracting HIV and whether they choose to be tested 
for HIV or access treatment. 
There are a variety of factors that influence how people contract HIV. Within Canada alone 
we can see it impacting different genders, sexual identities, ages, and races. As well, knowledge 
and the availability of testing and treatment further complicates people’s experiences with this 
disease.  The impact of the disease expands further then the people diagnosed. EKOS Research 
Associates have shown us Canadians understanding of HIV: those who have been diagnosed with 
HIV, their loved ones, and the broader population whom they interact with have similar beliefs 
regarding HIV. This thesis will illustrate the need for consideration of HIV with a broader lens 
than just the person living with it.  
History:  
What is HIV. HIV/AIDS is a relatively new disease. Research has found at least one 
case of an English sailor in the 1950s who apparently died of AIDS at the age of 26 (Kallings, 
2008). Further research has found evidence of HIV as far back as the 1930s. There is evidence 
that it transferred from chimpanzees to man, possibly more then once. It was suspected that it 
had transferred from primates all along but took time and research to determine that it originated 
with chimpanzees (Gallo, 2006; Kallings, 2008). Gallo (2006), explains that HIV traveled out of 
the rainforest after World War II probably due to a change in travel habits, combined with 
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increased promiscuity and intravenous drug use, as well as new medical procedures that saw 
blood being transfused more widely (Gallo, 2006). In 1983 the precursor to AIDS was identified 
as HIV (Smith & Whiteside, 2010).   
In the 1980s, people in western countries decided that AIDS in Africa was different than 
it was in North America, they termed it African AIDS (Kallings, 2008). Africa was not the only 
place that people were learning about and misunderstanding HIV/AIDS. In North America: 
“Extreme religious right-wing advocates spoke of divine punishment for ‘sinful’ lifestyles. Gay-
related immunodeficiency disease (GRID), or ‘the gay plague’ were two of the terms used to 
describe HIV/AIDS” (Smith & Whiteside, 2010, p. 2). In the 1970s gay rights movements started 
to emerge. At the same time larger American cities such as San Francisco and New York, saw 
the development of bathhouse culture. Though not the cause of the HIV epidemic, these 
circumstances influenced the opportunity for the HIV/AIDS epidemic to develop (Kallings, 
2008).   
Information and treatment of HIV advanced dramatically, but stigma did not diminish as 
people increased their understanding (Smith & Whiteside, 2010). Stigma and fear were part of 
why gay communities banded together to create supports for each other in places like Vancouver. 
These support communities worked towards supporting those LHIV as well as working to 
educate those supporting them (Olding et al., 2017). Part of this support was to prevent the 
occurrence of ‘social death’ in which people were abandoned after their diagnosis with 
HIV/AIDS by the general and political public (Wright, 2013). Support communities helped with 
drug and addiction work as HIV was still most prevalent in gay populations. HIV was 
increasingly being connected to needle sharing and other risky lifestyles. Because of the links to 
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addictions and the relation to the gay community, people often did not talk about HIV (Wood et 
al., 2008). These supports that started within gay communities expanded to include anyone 
involved with HIV/AIDS and worked towards revolutionizing public health campaigns (Wright, 
2013). The shame underlying the lack of open communication created fear and ignorance within 
interactions with people who are known to be HIV positive.  
Treatment. HIV/AIDS can be difficult to diagnose it can have a long incubation period 
between infection and when it presents itself (Kallings, 2008). HIV infects all cells in various 
parts of the body. This infection leads to a failure in the immune system and changes the disease 
to AIDS (Kallings, 2008). Due to the multiple different types of cells that can be infected, there 
are also many different infections that people’s immune systems can succumb to; “various fungi, 
parasites, bacteria, and viruses, and are prone to develop certain tumours” (Kallings, 2008, p. 
221). Infections that should be simple to cure become persistent. The main characteristic of 
HIV/AIDS is that it constantly mutates, making it difficult for the body to ever build defences 
against it (Kallings, 2008). Doctors have struggled with patients whose immune systems rapidly 
decline as they face infection after infection (Greene, 2007).   
Treatment for HIV has come a long way. In the 1980s treatment was a highly toxic drug 
administered intravenously. Eventually an oral drug was developed, it had to be taken every 4 
hours, was restricted and expensive, and the drug did not have lasting effects (Hosein, 2016). 
This treatment was based on the cytotoxic drugs used to treat leukaemia (Kallings, 2008). These 
drugs would inhibit HIVs progress in the body and prevent it from mutating and spreading. 
People did not have options, as this was the only authorized treatment available. Some people 
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left the country to access treatments that had been rumored to work, but were not available in 
Canada (Hosein, 2016).   
The announcement of Antiretroviral Therapy (ART) at the 1996 International AIDS 
Conference in Vancouver, Canada  is considered to mark: "the beginning of the modern Highly 
Active Antiretroviral Therapy (HAART) (see Glossary for ART vs HAART) era [and] is 
commonly attributed to the 1996 discovery of triple combination anti-retroviral therapy as a 
highly effective treatment for HIV. HAART and viral load measurement were rapidly 
implemented as the standard of therapeutic care in BC, leading to unprecedented declines in 
AIDS cases, deaths, and hospitalizations." (Olding et al., 2017, p. 3; Smith & Whiteside, 2010). 
HAART works by reducing HIV replication, working to make a person’s viral load undetectable 
and thus non-transferable (Nosyk et al., 2014). Today treatment comes in the form of ART; often 
a single pill that people must take once a day. This pill can have side effects, but not as many as 
previous treatments, and it has created the ability for PLHIV to live full and normal lives if they 
adhere to their treatment (Hosein, 2016). ART was originally effective in affluent areas; it was 
expensive which restricted people’s access to it. ART was $25000 per year when it was 
developed, it dropped to $100 per year by 2010 (Smith & Whiteside, 2010). Within British 
Columbia ART and everything involved in treating HIV is under the umbrella of provincial 
health care (Nosyk et al., 2014).   
There has been work done over the years towards the development of a vaccine. The 
World Health Organization in 1986 declared that a vaccine would be available in the mid 1990s. 
When Kallings wrote in 2008 the forecast for a vaccine had moved to 2015. In spite of many 
advances in HIV research, as of  2019, there is still no vaccine for HIV (Burton, 2019).    
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In the early 2000s the total number of HIV cases increased. This could be due to the 
success of ART, as more people are willing to be tested and access care, or increased diagnostic 
abilities, which see more people diagnosed and continuing to live with HIV. Though ART has 
been successful it still has some complications. There are limited versions of ART and PLHIV 
have developed resistance to treatment due to previous HIV treatments (Olding et al., 2017). This 
still causes issues with people contracting strains of HIV that are resistant to drugs; as many as 
20% of people in the United States have drug resistance to ART (Kallings, 2008). This combined 
with side-effects, difficult treatment routines, and poor adherence have brought about drug 
resistance and  treatment failure (Olding et al., 2017).   
Cascade of Care and ART. Treatment for HIV in Canada falls under the HIV Cascade 
of Care. The steps of the HIV cascade of care as reported by Jongbloed et al, are: “(1) testing and 
diagnosis; (2) linkage to care; (3) retention in care; (4) ART [Antiretroviral Therapy] initiation; 
(5) ART adherence; and (6) viral suppression” (Jongbloed et al., 2019, p. 985). The goal of the 
cascade of care is to see all people diagnosed with HIV connected to and achieving adherence to 
drug treatment programs that would see everyone who is diagnosed be virally suppressed to 
prevent further spread of HIV (Jongbloed et al., 2019). Through the cascade of care: “The Joint 
United Nations Program on HIV/AIDS (UNAIDS) and the World Health [Organizations … 
would achieve their] global targets to generate momentum towards the elimination of AIDS as a 
public health threat by 2030, so that 90% of all PLHIV would know their status, 90% of those 
diagnosed would receive antiretroviral treatment, and 90% of those on treatment would achieve 
viral suppression.” (Canada, 2018, p. np).   
Step 1: Testing and Diagnosis  
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Of the three 90%s, the number of people who are both diagnosed and on treatment 
continues to be the biggest challenge, and  has been a particular focus for the cascade of care 
which has placed an emphasis on early detection through the easy availability of testing (Canada, 
2018). Testing and Diagnosis is often the most difficult due to lack of early symptoms or 
convincing people they should seek care. Within literature, testing and diagnosis are well 
covered: according to Jongbloed et al’s (2019) review, there were 50 articles on this topic. 
Testing has been on the increase. The CDC recommends that everyone between 13 and 64 
receive an HIV test by healthcare professionals to normalize testing (Kay et al., 2016). It is also 
possible that this is due in part to the change in CD4 guidelines. Eligibility for ART is no longer 
based on CD4 counts as per the WHO recommendation in 2015, to ensure that everyone receive 
treatment as soon as possible after diagnosis (Fox & Rosen, 2017). This has increase testing as 
people no longer fear refusal of treatment. People find the hours and locations of testing sites to 
be challenging (Jongbloed et al., 2019). There is concern that others will see them accessing 
testing and they fear that break in confidentiality may impact their relationships within their 
community (Jongbloed et al., 2019).   
Step 2: Linkage to Care  
After diagnosis, people may delve into substance use to avoid and forget their diagnosis. 
However: “this was often followed by a ‘slowing down’ of substance use as participants came to 
terms with their diagnosis and focused on their health.” (Jongbloed et al., 2019, p. 992). 
Jongbloed et al (2019) describes a series of stages that those diagnosed with HIV go through as: 
“post-diagnosis coping; shock and loss; scared and alone; and acceptance and healing" 
(Jongbloed et al., 2019, p. 992). This is a hard time for newly diagnosed individuals, it is when 
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patients can be lost in the system if they do not return for treatment (Fox & Rosen, 2017). This 
period can last for some time. Jongbloed et al. (2019) found reports of avoidance of health care 
ranging from a “few months to seven years, with some waiting until they were very sick before 
accessing care" (p. 994). In places like British Columbia, where health care is universal, though 
not always accessible due to geography, people choose not to receive care (Kay et al., 2016). The 
decision not to engage in care even when its available is the biggest detriment to the 90-90-90 
goals.  
Step 3: Retention in Care  
Elimination of the CD4 count requirements could increase initiation of treatment overall, 
but whether this change will improve retention is hard to predict (Fox & Rosen, 2017). Retention 
rates could be negatively impacted by ‘churning’ a term used to describe the regular start and 
stop of treatment that is common to see among PLHIV (Kay et al., 2016). The first 12 months of 
treatment are the most important, if people are going to stop or decline in their treatment, they 
often do it within those months (Fox & Rosen, 2017).   
Steps 4 and 5: ART Initiation and Adherence  
Once someone has accessed, and continues to access care, helping them to access the 
right ART for them is the next step. As the surveillance report for 2016 explained: “A variety of 
measures could help in the achievement of the second target in which 90% would receive 
retroviral treatment, such as ensuring the availability of culturally and gender appropriate 
educational resources, eliminating barriers to treatment such as costs, developing new drugs, and 
supporting health professionals with resources for appropriate and timely treatment” (Canada, 
2018). These considerations are important for all healthcare provision. In a population that 
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regularly experiences stigma and barriers to care such as PLHIV, it is important to recognize the 
role these measures play in people accessing and adhering to treatments. 
As Olding et all discuss: "the early 2000s were characterized by a rebound in absolute 
numbers of new HIV cases, and stagnation in the proportion of diagnosed PLHIV receiving 
HAART. With only a limited set of antiretroviral drugs available and clients having developed 
resistance through mono-or duo- therapy in the pre-HAART era, multi-drug resistance became a 
growing concern locally and internationally" (Olding et al., 2017, p. 6). This still causes issues 
with people contracting strains of HIV that are resistant to drugs. This combined with side-
effects, difficult treatment routines, and poor adherence have brought about drug resistance and 
treatment failure (Olding et al., 2017).   
Living with HIV:  
Access to ART. There are several factors that can work for or against people’s ability to 
access ART. Schafer et (2017) all explain that, though everyone is able to access ART in 
Canada, living in a rural area can increase the time it takes for a person to access it. Rurality can 
be a major obstacle to accessing HIV care; there are less HIV experts, it is harder to access them 
due to distance and transportation, complications in attaining childcare for increased amounts of 
time, and greater concerns about stigma, to list a few (Schafer et al., 2017,). Not only is there less 
access to HIV specialists, but in rural areas their numbers are decreasing, so much so that 
provinces such as Prince Edward Island, Northwest Territories and Nunavut report that they do 
not have any HIV services (Kendall et al., 2018).   
 Accessing care can be the most complicated part of HIV treatment for people who live in 
vulnerable positions. While there are several reasons that people might find accessing care 
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difficult, fear may be the greatest barrier. The discrimination often experienced within the 
healthcare system as well as from friends and family can be very intimidating. Discrimination 
often has multiple layers and intersections related to race, substance use, sexual or gender 
identity, and spirituality, as well as feelings around HIV. This fear leads people to search out 
more inclusive care; Indigenous, gender, HIV specific, which is not available in all locations. 
When it is not available, people will avoid seeking care leading to further HIV complications 
(Jongbloed et al., 2019).  
Stigma. People do not know where stigma against HIV starts but it often stems from 
ignorance about transmission methods. They have heard of the populations effected by HIV, but 
they have limited understanding of transmission methods; creating a gap between the knowledge 
they have and the actuality of the disease. This ignorance is often avoidable, but people do not 
seek out information on their own (McCall et al., 2009). Part of this could be due to the difficulty 
of finding information that is easy to understand. The impressions and understandings of HIV 
that people have are often developed through the media; means of contraction, what it means to 
have an HIV diagnosis, and how it is treated, are presented in movies, news casts, and books 
(Clarke et al., 2005). People view the lifestyle portrayed of those LHIV instead of seeing them as 
people who are sick, labelling them as; homosexuals, promiscuous, or as drug and alcohol 
abusers (Clarke et al., 2005). PLHIV and their support networks often experience stigma, but 
what does that mean? According to the Joint United Nations Programme on HIV/AIDS (2014): 
“HIV-related stigma refers to the negative beliefs, feelings and attitudes towards PLHIV, groups 
associated with PLHIV (e.g. the families of PLHIV) and other key populations at higher risk of 
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HIV infection, such as people who inject drugs, sex workers, men who have sex with men and 
transgender people” (p. 2).  
This stigma can be defined in three different categories: enacted stigma, when people 
experience discrimination, violence, or marginalization; anticipated stigma, in which they are 
aware of people’s negative thoughts, and social perceptions of the difficulties of LHIV and, 
internalized stigma, convincing oneself that the negatives surrounding HIV are the truth. These 
forms can lead to a person experiencing stigma from all angles of life (Rueda et al., 2016). 
Internalized stigma can be very damaging to one’s sense of self. This feeling can lead a person to 
have self doubt, or become depressed and suicidal, resulting in feelings of shame, guilt, and self 
loathing. All of this while experiencing low levels of social support to help them (Interagency 
Coalition on AIDS and Development, 2012). These feelings can prevent people from seeking 
care. They worry about the reaction of friends and family, and the possibility of having to tell 
others can even prevent people from seeking treatment (Bucharski et al., 2006; Rueda et al., 
2016). Even after informing others, stigma can create an environment that diminishes adherence 
(Rueda et al., 2016). This fear is real and even providers can be a source of fear. It is a concern 
that providers may reveal a diagnosis to others without consent (Interagency Coalition on AIDS 
and Development, 2012). Many Indigenous people already feel a lot of confusion and often 
shame and rejection, and these feelings can be intertwined with feelings related to their HIV 
diagnosis and make the self stigma even stronger (McCall et al., 2009).  
Knowledge surrounding HIV is often misleading or incorrect; HIV is  still thought of as a 
‘death sentence’ and people fear they will be abandoned by friends and family if they contract it 
(Jongbloed et al., 2019, p. 992). As Rueda related: “According to the global network of 
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PLHIV/AIDS, one of the biggest challenges facing PLHIV-related stigma in the context has 
been defined as discounting, discrediting and discriminating against people perceived to have 
HIV” (Rueda et al., 2016, p. 1). People experiencing stigma when under the presumption of 
LHIV works to perpetuate the fear and misunderstanding that creates stigma. 
LHIV can pose complications. Even those who do not present any physical symptoms 
can face issues affecting their mental health such as trying to hide their diagnosis (Herek et al., 
2013). There is fear that if medication is noticed their HIV diagnosis would be discovered, and 
this could cause their friends or family to abandon them (Jongbloed et al., 2019, p. 995). People 
who are afraid to reveal their HIV diagnosis do not understand the supports they could be 
accessing (McCall et al., 2009).  
These supports can be of significant help, as both those who disclose and those who do 
not can face feelings of loneliness and a sense of rejection, making relationships within their 
communities difficult (McCall et al., 2009). Fear, anger, and shame even after they have 
accepted their diagnosis is part of life for PLHIV. Part of this is due to worry about how their 
diagnosis will affect their families (Clarke et al., 2005). Groft, Robinson and Vollman (2007), 
found that both PLHIV and their families had trouble coming to terms with the diagnosis, they 
found that people had trouble adapting to their new place in life.   
People experiencing stigma sense subtle differences they cannot identify (Barlow et al., 
2008). “HIV related stigma is associated with poorer mental health outcomes including 
emotional distress, shame, depression, reduced self esteem, reduced psychological functioning, 
poorer psychological adjustment, negative affect, anxiety, suicidal ideation, life satisfaction, 
quality of life and stress associated with disclosure” (Rueda et al., 2016, p. 2). PLHIV feel that 
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people in their community do not want to waste time befriending them, as they do not know how 
long they will live (Groft & Robinson Vollman, 2007; Roger et al., 2012). This can lead to lower 
social support, along with isolation due to fear that family and friends will reject them due to 
their HIV status leaving them isolated and excluded (Rueda et al., 2016).   
There is often fear expressed by members of the community; fear that the person LHIV 
would not look after themselves properly and would endanger the rest of the community (Clarke 
et al., 2005). Gossip in small communities (rural or a community of people) can greatly impact a 
person LHIV and their families’ ability to live peacefully, surrounding them with fear and 
misunderstandings, instead of support (Cain et al., 2013; Groft & Robinson Vollman, 2007; 
McCall et al., 2009). This fear can create further complications as keeping secrets in small 
communities is difficult (Groft & Robinson Vollman, 2007).  
In a study by Shafer et al (2017) they reported that those living in rural Canadian 
communities had less of an understanding of HIV/AIDS. Avoiding conversations leads to more 
misconceptions, which also increases the amount of stigma felt by those LHIV. As discussed 
earlier, 46.8% of Aboriginal people live on rural reserves, and their experience with HIV reflects 
their rurality. In a study done to identify Canadians’ understanding of Sexually Transmitted 
Infections, Indigenous people were more likely to have misconceptions about HIV transmission, 
than non-indigenous groups. They had more concern about contracting HIV from objects, health 
care workers, first responders and from food (EKOS Research Associates, 2018,; Schafer et al., 
2017). Indigenous people also identify homelessness and street involvement as a reason for 
catching HIV more frequently then other Canadians (EKOS Research Associates, 2018). These 
ideas help to perpetuate the fear and misunderstanding that is the basis of stigma.   
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The Frontline Warriors project, run by Positive Living North in Prince George B.C., is 
working against stigma and towards prevention of HIV as treatment. Participants of the program 
are LHIV, and work to inform groups on HIV. They share their stories to help give a face to the 
disease and to make the information they are providing more accessible (Positive living North, 
n.d.) In attending one of their presentations to an audience of adult learners the presenters 
explained that a common misconception was what fluids could transfer HIV. In populations that 
do not search out the information for themselves, this lack of information can foster fear of a 
person known or suspected of LHIV. This stigma and fear can lead people to avoid diagnosis, 
putting themselves and others at greater risk (Vernon & Jumper-Thurman, 2005). Even after 
diagnosis people can misunderstand methods of transference and what LHIV means again 
enforcing their fear of HIV (Hall et al., 1990). Without an understanding of transfer methods 
people fear they could contract HIV from a hug, a kiss or sharing a bathroom. These 
misunderstandings foster stigma about HIV and helps to ensure that it continues.  
Fear is a major obstacle to HIV testing. Fear of learning about a diagnosis, fear of stigma, 
the reasons go on. Not all fear is based on the disease itself, some is based simply on feeling 
judgement or shame when asked questions about how HIV contraction may have happened when 
accessing testing (Jongbloed et al., 2019). Fear of people’s perceptions develops further into 
concern for personal and family wellbeing. Jongbloed et al (2019) had one woman who stated 
that: “among women in Northern Alberta, [there was] fear that testing positive would result in 
their children being apprehended” ( p. 992). This fear is complex, but a large deterrent to HIV 
testing.  Others are simply worried that if they were to test positive they would not be able to ask 
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for help, either through pride or because they did not have the support networks that would stand 
by them (Mignone et al., 2015).  
Vulnerable populations  
Women.  Women LHIV deal with their circumstance differently then men. They will often 
withhold knowledge of their disease from loved ones and will try to conceal their situation for a 
longer time (McCall et al., 2009). This can isolate them, leaving them unable to receive help and 
preventing them from getting support (Interagency Coalition on AIDS and Development, 2012). 
This can be especially damaging as women often experience stigma differently than men do. 
Women LHIV are frequently labeled as promiscuous and a danger to their men, and their children 
(McCall et al., 2009). There are examples of women having their reproductive rights denied or 
terminated due to their HIV diagnosis (Interagency Coalition on AIDS and Development, 2012). 
Women have different issues and coping strategies when dealing with an HIV diagnosis which 
leaves them in a lonely position without the help and support, they need to manage their disease 
effectively.   
The lack of understanding surrounding transmission methods, can impact how a person 
LHIV conducts their day to day business. This is incredibly unfortunate as Indigenous women 
often avoid health care and HIV testing, due to poor experiences with the health care system or 
lack of knowledge about the risks (Barlow et al., 2008). Women have a greater frequency of 
missed appointments and greater viral loads due to increased barriers to care for women, leading 
to greater risk especially for the first year of diagnosis (Nwangwu-Ike et al., 2015). There is a 
constant fear that backsliding or losing support could put a person at greater risk.  
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Ogden (2006) found that there is no understanding of the role of men and boys in 
caregiving, primary caregivers are women. According to Mignone et al, “women LHIV relied on 
children and friends for support more than men did” (Mignone et al., 2015, p. 237). Though they 
tend to rely on children and friends, women are more often the ones who care for PLHIV for an 
extended time (Mignone et al., 2015). Women experience LWHIV differently then men do. They 
often end up caring for others and the home as well as themselves. Women are more likely to be 
abandoned by men, lovers, and family; being left to care for themselves without the social 
supports that many gay men LHIV report having (Roger et al., 2012).  
Women LHIV are very resilient. They often find ways to hold onto themselves by being 
very understanding of others, focusing on the beauty of things or bonding with pets or plants 
(Roger et al., 2012). Roger et al. (2012) showed that even though many women they talked to 
had “incredibly violent histories and lives, often filled with addiction, these women continued to 
value other people, express tenderness and provide comfort to others” ( p. 496). These women 
show remarkable strength in their ability to look after themselves and others while remaining 
optimistic It explains why, when focusing on developing programs to help PLHIV it is often 
most successful to start by offering support to women as they are the ones who will also be 
supporting others (Roger et al., 2012).   
Men Who Have Sex with Men. Men who have sex with men (MSM) can experience 
stigma and hardship even if they are not LHIV. There are countries where sexual relations 
between men are illegal, and in many other areas, they are frowned upon. This can create 
restrictions on accessing healthcare especially stigmatized for sexually transmitted diseases (Das 
& Horton, 2012). Younger MSM can be less cautious when having sex with multiple partners 
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and are more likely to not use protection, thus increasing their risk of STDs (Das & Horton, 
2012). Interesting, is the idea that science may be part of this problem; that men may be more 
willing to take a risk as they feel that anything they may contract will be easily curable (Das & 
Horton, 2012; Kallings, 2008). The MSM community has had to fight to have their rights 
recognized. This fight has been to improve their access to healthcare as well as improving 
healthcare for others living with stigmatized health issues such as HIV (Trapence et al., 2012). 
MSM have different HIV related concerns than others. The inability of people and governments 
to see past their sexual preferences impacts their right and ability to access quality HIV care.  
Those Living with Addictions. Living in poverty and/or with addictions impacts 
people’s ability to affectively access HIV care. Those with lower incomes are more at risk of 
contracting HIV and more likely to have it progress to AIDS. People living in low income 
situations are often thought of as living high-risk lifestyles. Living a high-risk lifestyle due to 
trauma or mental health inadequacies can affect diagnosis and treatment of HIV. At risk 
lifestyles include substance abuse, alcohol abuse and behaviours that place a person at risk of 
contracting HIV (Jongbloed et al., 2019). PLHIV often report addictions as being a large part of 
LHIV. For some addictions are involved with their contraction of HIV, others delved deeper into 
drugs and alcohol to help them deal with their diagnosis. Those working to control their 
addictions may have difficulty with adherence, this has potential to create issues in a world 
where drug resistant HIV strains are becoming more common. Therefore, the individual may 
need to deal with their addictions prior to engaging in HIV treatments (Barlow et al., 2008). Even 
after coming to terms with addictions, people can still struggle. Roger et al, (2012) gave an 
example of one woman’s coping method. She struggled with her HIV medications for years, 
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refusing at first to take any as she was worried it would trigger her drug addictions. Others found 
that "substance use; homelessness; food insecurity; mental health issues; and lack of self-worth, 
all contributed to making adherence more difficult" (Jongbloed et al., 2019, p. 997).    
ART is not the only treatment program that people often need to access. With the 
recognition of how access to addictions treatment helps to stop the spread of HIV, programs such 
as safe injection sites have reduced the spread of HIV. This works due to “reducing syringe 
sharing, reducing levels of public injecting in the immediate vicinity, reducing fatal overdoses, 
and increasing uptake of addiction treatment programmes including referral to a medically-
monitored detox unit opened onsite in 2004" (Olding et al., 2017, p. 7). The positive results are 
part of why, “by 2010, fixed-site needle exchange programmes and mobile needle vans had been 
established by non-profit organizations in Vancouver, Victoria, Fraser Valley, Prince George, 
and Kelowna, with funding support from regional health authorities" (Olding et al., 2017, p. 7).   
Those who contracted HIV through substance use found that they needed to have control 
over their addictions before they were able to begin caring for their HIV (Cain et al., 2013). This 
can be further complicated when a new diagnosis leads to an overindulgence of drugs and 
alcohol to avoid the issue (Cain et al., 2013). Mental Health comorbidities are often prevalent 
when a person and their family are having trouble coming to terms with an HIV diagnosis; 
problems such as hopelessness, anxiety, low self-esteem, and perceived lack of social support 
(Herek et al., 2013). When both those who are infected, and their families are having trouble 
coming to grips with the reality of LHIV, these associated challenges can seriously affect a 
person’s quality of life and ability to be healthy. For those LHIV: “health was defined by 
participants as the ability to carry on with life, to care for oneself, and to remain 
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independent…acceptance of the illness, along with determination to move forward, were 
essential strategies for achieving health” (Groft & Robinson Vollman, 2007, p. 4). It seemed that 
if they and their families accepted their circumstances, their response was more positive.  
Indigenous People. Access to health care can be problematic for Indigenous people, due 
to social determinants of health such as; lack of education, poverty, historical exposure to 
disease, and discrimination within the colonized health care system (Barlow et al., 2008; Gone, 
2012; Gunther et al., 2014; Moorehead et al., 2015). The education and healthcare systems, two 
systems where people are supposed to be able to learn and to get help, have become places to 
avoid. An example of this can be seen in the large numbers of Indigenous people attaining less 
than their grade 12 and higher population numbers needing to access mental health care (Gone, 
2012; Gunther et al., 2014; Moorehead et al., 2015). According to Clarke, Friedman and 
Hoffman (2005), “Poverty is reinforced and perpetuated by stereotyping and racism or ‘cultural 
insensitivity’” (p. 2171). This situation often leads to children being removed from their families 
again, in different circumstances, a continuation of the trauma experienced by the previous 
generation, leading to a disconnect from family and culture and often pushing people again 
towards substance use (Cain et al., 2013). Indigenous people who have been removed from their 
families frequently find themselves feeling lost and depressed (Cain et al., 2013). In some 
circles, people who are lost to western society are referred to as lost relatives. They can be lost in 
a number of ways including; being physically removed from their homes, living in cities or other 
communities, being surrounded by the unfamiliar, and having restricted access to their culture 
and their Indigenous identity (Hartmann & Gone, 2012). A person’s upbringing can impact the 
future choices they make as well as the responses they have to their circumstances. Jongbloed et 
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al (2019) reported that the first time someone experiences trauma can impact that person’s 
feeling of self worth and can make it difficult for them to access and adhere to care. This ability 
or inability to engage in care is meaningful when a person is living with a chronic condition such 
as HIV.   
Trauma and its Recognition in Care History. There has been a realization that: 
“Acknowledging historical trauma and ongoing systemic oppression has been recognized as a 
critical element of successful health services for Indigenous peoples” (Jongbloed et al., 2019, p. 
991). Though recognition and a move towards an informed population does have an impact, it 
does not change the fact that many generations of Canada’s Indigenous people have had to deal 
with the consequences of colonization with an emphasis on the effects of Residential schools. I 
do not intend to focus on the atrocities that have happened, but I do want to acknowledge the 
impacts that they have had on peoples’ lives across generations. This history has had long lasting 
impacts on the current living situations of Indigenous people. The term for these impacts is, 
Historical Trauma, referring: “to the cumulative emotional and psychological harm experienced 
throughout an individual’s lifespan and through subsequent generations” (Marsh et al., 2015, p. 
3). This trauma started in residential schools with the forced repression of culture and suffering 
of abuse by Indigenous children (Marsh et al., 2015; Mosby, 2013).   
In the past 15 years there has been a move towards recognizing the need for 
reconciliation because of the negative impacts of colonization upon the Indigenous people of 
what is now Canada. The Truth and Reconciliation Commission Report was the beginning of the 
recognition that atrocities had occurred during colonization and attendance at residential schools 
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(Truth and Reconciliation Commission of Canada, 2015). Since 2015 there have been changes to 
the dialogue that are a move away from the Eurocentric way of thinking that exists in Canada.  
Changes to current curriculums have been made across the country, including a greater focus on 
Canadian Indigenous history as well as the inclusion and emphasis on the effects of colonization 
and not just the settler-perspectives that had been presented previously (Education, n.d.).  
Canadian qualitative studies explain that Indigenous women within Indigenous 
communities start suffering abuse as early as age 4 (Negin et al., 2015). This abuse often 
continues, leading more women to end up on the street and involved in the sex trade (Wood et al., 
2008). Women who remove themselves from abusive relationships will often re-enter a negative 
space to make themselves feel better, sleeping with multiple partners and using sex to pay for 
things such as drugs and alcohol (Bucharski et al., 2006). Women more frequently suffer from 
poverty and are dependant on men, making them venerable to the effects of men’s sexual practices 
and violence (Nwangwu-Ike et al., 2015).  These circumstances can often lead to women being 
more vulnerable to contracting HIV; Representing [1/3] of new diagnoses among Indigenous 
people (McCall et al., 2009).  
Support networks  
Research on care giving for those LHIV has not been a focus in literature published since 
2010. Research that exists on the subject dates from the 1980s but had decreased considerably by 
the 1990s and early 2000s. However, what research does exist is informative. Discussion in the 
1980s and 1990s focused on the physical effects, mental effects, and overall wellbeing of those 
providing care (Folkman et al., 1994). Folkman et al. (1994) described the caregiver burden on 
men looking after their HIV positive partners to be like the burden of those looking after the frail 
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elderly. They focused on the burden of being a provider, the erosion of personal relations and 
impacts on activities and time to participate in them. Caregivers who happen to also be HIV 
positive face another set of challenges. In providing care to another, they get to see what they 
themselves may go through in the future: this can lead to depression and self doubt. It can also 
lead the carer to worry about their own future and who may look after them as their disease 
progresses (Folkman et al., 1994). This can lead people to turn towards religion or other spiritual 
resources to feel connection to people and something bigger than they are (Folkman et al., 1994). 
HIV has become a chronic illness that can span a full lifetime when treated properly.  
With PLHIV historically having little social support it has been common for peer support 
groups to form. Groups such as AIDS Vancouver and BC Persons with AIDS Society started as 
volunteer operations that provided peer support and education services (Olding et al., 2017). 
These programmes worked to inform people about treatment options through methods such as 
prison outreach and HIV newsletters (Olding et al., 2017). These volunteer programmes often 
collaborated with people one on one as well as with their families to help them understand 
treatment and how to take care of themselves (Olding et al., 2017). Through these organizations 
PLHIV were able to volunteer, work towards informing others, and help to support those LHIV. 
This helped them with their own sense of self as well as educating them and those around them 
(Jongbloed et al., 2019). These volunteer programmes have merged with public health, while 
continuing to recognize their experiential roots (Olding et al., 2017). They provide the best, and 
for a long time the only, resources for PLHIV and their support networks to inform themselves 
and work towards better adherence and prevention.  
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While these organizations provide important support for people, FPSNs provide upwards of 90% 
of care for PLHIV (Ogden et al., 2006). It is very important to have people who can help those 
who have been diagnosed, to understand and work through the difficulties of LHIV and to have 
someone who is there to help with HIV care (Jongbloed et al., 2019). This helps people to feel as 
though they belong and can improve their feeling of connectedness leading to more engagement 
in health and personal wellness (Jongbloed et al., 2019). Having and maintaining personal 
connections helps with a person’s ability to care for themselves. These connections have many 
sources but are always important. Mignone et al (2015) reported that: “Although the majority of 
participants did not have informal caregivers as was initially expected, the findings showed that 
some of them, particularly those who were homeless, formed loose peer-to-peer networks of 
care.” (p. 240). For these networks as well as other care giving arrangements, those providing 
care were usually of the same ethnicity, culture, and socioeconomic status as the people they 
were caring for (Mignone et al., 2015).   
Family supports can work to influence greater adherence to drug regimes (Gunther et al., 
2014). It seems that official organizations are frequently downloading costs by making heavy use 
of homecare (Ogden et al., 2006). We do not know how much informal care affects health in 
stigmatized communities: this is an identified gap in the literature (Roger et al., 2012). It is 
important to understand the amount of care provided by professionals and how much care is 
provided by family and peer supports. As with other medical conditions unremunerated care 
affects the lives of carers whose daily lives and activities are impacted by this commitment and 
patients as they now are not required to seek outside sources of care (Ogden et al., 2006). It also 
makes a difference for the kind of care that is received as when there are no links to professional 
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care programs, there is a lack of resources available for care givers and the person they are caring 
for (Ogden et al., 2006).   
Care giving by family and friends can add stress and increases caregiver fatigue, as they 
can no longer engage as active members of their community (Ogden et al., 2006). Wright (2000) 
suggested, that caring for PLHIV is like caring for chronic conditions among the elderly. Long 
term care has the potential to be exhausting, and the caregiver could be ailing themselves. This 
change to long term care could create personal conflict for caregivers and maybe why there 
seems to be a shortage of consistent care among formal caregivers (Mignone et al., 2015). 
Though this is a similar comparison to early HIV caregiving, it is from the perspective of 
longevity instead of from frailty. HIV has become a long-term illness and caring for a person 
over an extended period can be a complicated and major commitment.  
Mignone et al. (2015) reported that: “PLWH who come from low-income and/or 
stigmatized communities rely on similarly disadvantaged peers and on formal caregivers for 
support and assistance.” (Mignone et al., 2015, p. 243). There are things that professional 
caregivers can do that will help nonprofessional caregivers to succeed. Nonprofessional 
caregivers often have their own physical or mental health complications that need care at the 
same time as their charges. Caregivers needs are overlooked when the focus is the PLHIV. 
Professionals could work to understand that those providing care often live in similar situations 
(Roger et al., 2012). A focus on the nonprofessional support can help to improve care 
engagement and adherence (Jongbloed et al., 2019).    
Professional Care Givers. Professional care givers tread a fine line with PLHIV and 
others who find themselves in vulnerable situations. Mignone et al discussed how people 
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working in professional care giving roles find themselves in multiple roles. The formal role of 
the professional care giver and the informal role of friend or confidant. Those they care for do 
not see them just as “nurses, social workers, physicians, and support workers, but as friends and 
even at times, as family members” who provide more than just professional support (Mignone et 
al., 2015, p. 242). These relationships are why continuity of care providers is so important: it 
takes time to build the relationships that involve enough respect, trust, and understanding to 
encourage people to continue to return for HIV care (Jongbloed et al., 2019). Those LHIV 
sometimes consider the agency or service they access to be a place that is safe and comfortable. 
They rely quite heavily on professional caregivers as though they were family (Mignone et al., 
2015). One participant in Mignone et al’s (2015) study reported: “needing help at nighttime, but 
she said there was no one she could call for help at that time because her main supports did not 
start work until the following morning.” (p. 241–242). This participant was not alone in feeling 
that the professionals and services that they accessed were the main supports in their life (Roger 
et al., 2012). The relationships between professional providers and PLHIV can be very 
meaningful and the most supportive relationships in the person LHIV’s life.  
As discussed above PLHIV often feel that those providing professional care are like a 
‘second family’ or ‘like home’. This is often only possible because those services have managed 
to provide culturally safe care (Barlow et al., 2008, p. 14).  “Cultural competence is generally 
defined as the acquisition and maintenance of a set of skills including behaviours, attitudes and 
policies for the delivery of appropriate care in a multicultural context” (Barlow et al., 2008, p. 4). 
Culturally safe care is something that is determined by the patient: they must feel safe for the 
care to be truly culturally safe (Barlow et al., 2008). To provide a culturally safe atmosphere 
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there needs to be an environment where people feel safe. An environment where there is no fear 
of assault, or risk of challenge to a person’s identity: where they are accepted for who they are 
and there are no judgements on what they need (Barlow et al., 2008). Culturally safe care is 
increasingly important in all health care provision. One example of moving forward in this area 
is the Northern Health Indigenous Health Webpage, which is working to encourage greater 
understanding around cultural Safety (Indigenous Health | Northern Health, n.d.). 
Part of the increased recognition for the need for culturally safe care among HIV care 
providers is because the number of Aboriginal PLHIV has increased. People are also able to live 
longer, partially due to improved treatment methods, which has created the opportunity for them 
to have a longer relationship with their providers (Barlow et al., 2008). There needs to be an 
understanding that culturally safe care does not mean taking current treatment methods and 
making them ‘native’. Developing these strategies with Indigenous people is the only true way to 
decolonize them and be culturally safe (Barlow et al., 2008). Understanding on the part of 
providers that participation in traditional ceremonies such as smudges and sweat lodges can be 
beneficial is necessary but so is understanding that practicing in them needs to be a personal 
decision. There needs to be an understanding that not all cultures practice traditions in the same 
way there are different practices according to personal preference and experiences. HIV 
providers have seen that people who participate in traditional treatments, respond better to 
modern treatments (Barlow et al., 2008). Culturally safe care can be one of the best ways to 
increase and improve access and adherence to HIV care.  
When people feel that they have support from professional providers, and that those 
providers are interested in helping them, PLHIV are more likely to take their medication and 
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adhere to their treatment regime (Jongbloed et al., 2019). Although there are numerous factors in 
an HIV positive person’s life which influence their adherence to treatment, those who had a good 
relationship and felt supported by care providers were often more successful in adherence.  
The relationships between the Indigenous population and providers has added 
complications. Part of the issue arises from the fact that though the Indigenous population is on 
the rise, the number of Indigenous providers is not (L. M. Hunter et al., 2006). There is a lack of 
trust between Indigenous people and non-Indigenous providers due to past discrimination and 
misuse of power within the current colonized health care system care and treatment can often be 
limited and inconsistent (Vernon & Jumper-Thurman, 2005). It is important that providers 
understand these factors and the implications of the past on their patients as they access a 
colonial health care system (Bucharski et al., 2006).   
Due to the already complicated nature of treating HIV, Indigenous treatments for HIV 
care within a colonized system can be difficult to navigate. Caine et al’s (2016) study of PLHIV 
and their relationships with their providers found that the providers involved rarely worked with 
PLHIV. The project allowed them to learn successful interaction methods which turned out to be 
beneficial to both parties; teaching providers more about the people with HIV/AIDS and teaching 
the people with HIV/AIDS to be more comfortable with providers and where they could access 
care (Caine et al., 2016; Nachega et al., 2012). This is important as other studies found that 
providers rush through their explanations about HIV, and skip over recommend screenings and 
counseling (Sued et al., 2016). These projects emphasize the need to have providers who are 
willing to slow down in their interactions with patients.  
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Providers have been able to notice the difference with Indigenous clients who participate 
in traditional methods in their HIV treatments (Barlow et al., 2008). It is possible that care 
providers provide better support when they listen to their clients, especially to their requests to 
access traditional care (Mehrabadi et al., 2008). Traditional care is an important aspect of: 
"Culturally safe care, which is [care] free from racism and discrimination, where Indigenous 
perspectives of health and wellbeing are respected, impacts of ongoing colonization are 
acknowledged, and health providers adopt a humble, self-reflective clinical practice to walk 
beside Indigenous people on their health and wellness journeys" (Jongbloed et al., 2019, p. 985). 
Providing culturally safe care increases caregivers ability to make people feel safe and increases 
their willing to access care. These relationships formed through culturally safe and competent 
care are even more important with members of vulnerable populations who are diagnosed with a 
stigmatized disease.  
Traditional Healing. Elders are the mainstays of their communities; being the holders of 
knowledge and traditional teachings. Within the field of traditional medicine, some elders refer 
to the effects of trauma as; “spiritual injuries, soul sickness, soul wounding, or ancestral hurt” 
that require traditional methods to heal (Marsh et al., 2015, p. 3). Within traditional thought, a 
disconnection from the land can be the cause of any and all ailments (Durie, 2004). For 
Indigenous people, the reconnecting process often consists of traditional teachings, songs, and 
dance. Participation in this process helps to take the place of western teachings from residential 
schools that eroded the soul (Mehrabadi et al., 2008). Participants in Jongbloed et al’s study 
reported that a relational wellness ceremony convened by a woman’s family to ease her stress 
and depression related to LHIV, helped her in her healing journey (Jongbloed et al., 2019). 
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Reconnection with oneself no matter the method seems to be the most important way to view 
traditional teachings.  
People can choose to reconnect with their traditional roots, Christianity, or even nature 
(Clarke et al., 2005; Groft & Robinson Vollman, 2007). It is the: “Participation in the ceremonies 
and cultural activities of their nation [ that is an] important way to maintain health and wellness 
in the context of HIV for some Indigenous PLHIV (IPHAs)" (Jongbloed et al., 2019, p. 990). 
This reconnection helps them to come to terms with their diagnosis as well as create a new world 
view (Cain et al., 2013). For others they found that the: “responsibility for caring for their 
children and families was also a powerful motivator to seek care, as well as a source of strength 
and self-worth" (Jongbloed et al., 2019, p. 990). Reconnecting with a person’s roots, of any 
origin, seems to be the most effective way for a person to come to terms with their diagnosis.   
Indigenous people have lost their own traditions and can struggle in the process to 
rediscover them (Hartmann & Gone, 2012). In some cases: “IPHAs reported that they felt 
cultural wellness practices were sidelined in relation to the dominance of the mainstream 
biomedical model in care settings" (Jongbloed et al., 2019, p. 990). Accepting traditional 
methods, takes community support and when it is inclusive it can help the community to 
reconnect (Clarke et al., 2005). To successfully reconnect to their traditions people, have to be 
open and willing to learn. Without this willingness, the body and soul will not heal (Hartmann & 
Gone, 2012). As explained by Habjan et al. (2012): “Aboriginal Health is perceived holistically 
and includes physical, mental, emotional, spiritual and cultural aspects of life” ( p. 210). Without 
addressing all these domains, a person cannot be healthy. Recognizing that relationships are the 
true basis of traditional knowledge and practices. These relationships can extend anywhere from 
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a single person to the entire world around you as part of healing holistically (Moorehead et al., 
2015).  
Indigenous traditions, including healing, are tied to the land (Durie, 2004). Songs, stories 
and cultural practices demonstrate connections with the land. People also connect to the land by 
collecting medicines and food in a meaningful way. The environment is the best way to heal, as 
people are part of the environment and that is where they get their power (Durie, 2004). Part of 
the reason that Indigenous health care works is due to; “interrelated health beliefs of the physical, 
social emotional, and spiritual dimensions of the self that need to be in balance for optimum 
health” (Hunter et al., 2004, p. 268). Marsh et al (2015) describe traditional healing as; 
“For many practitioners, care incorporates sweat ceremonies, a cultural practice 
performed in a heated, dome-shaped lodge that uses heat and steam to cleanse 
toxins from the mind, body and spirit; smudging, the burning of sacred herbs in a 
small bowl to purify people and places; drumming, the use of ceremonial drums 
and songs as a way to connect with the Creator and spirit; sharing circles, a 
healing method in which all participants, including the Elders, are viewed as 
equal and information, spirituality, and emotionality is shared; traditional healers, 
who use a wide range of activities, from physical cures using herbal medicines 
and other remedies to the promotion of psychological and spiritual healing using 
ceremony; and elder teachings. This holistic view of mental health and addiction 
not only ensures that care is culturally relevant but also encourages connection to 
the community” (p. 2–3).  
SUPPORT FOR PEOPLE LIVING WITH HIV    54  
  
There is much that has been gained through communication and the sharing of traditional 
practices (Bucharski et al., 2006). It is important to note that one important aspect of traditional 
healing is the desire to believe, to practice self discipline and treat the body properly (Moorehead 
et al., 2015). Following cultural healing traditions reduces suicides and other health problems 
(Hunter et al., 2004). It is important to understand, especially with Indigenous populations, that 
healing is thought of as involving the physical, emotional, mental and spiritual being and only 
when all of these are in line can a person be healthy (Hunter et al., 2006).  Elders are the way to 
this healing. It is they who have learned, through oral tradition, the importance of the physical 
and spiritual (Marsh et al., 2015). There is a strong connection between healing traditions and 
how they affect the way people act and respond to treatment. Using a culturally sensitive manner 
to treat people is more effective (Hunter et al., 2004).  
Health centers that incorporate traditional methods are becoming more common. For 
example: "In Northern BC, home to many Indigenous communities, Positive Living North began 
delivering HIV prevention and support workshops in 2005 with the goal of better supporting 
Indigenous PLHIV. The Vancouver Native Health Society launched an HIV treatment support 
programme in 2007 and an HIV self management programme in 2009 with the goal of better 
engaging and retaining Indigenous PLHIV in care" (Olding et al., 2017, p. 9). This is 
encouraging as there is a sense of pride in traditional healing which brings an understanding of 
culture and identity. Teaching others about traditions can be healing, which is evident in the 
saying, “our culture is our treatment” (Gone, 2012;Hunter et al., 2006). Those who pay “attention 
to their spiritual health, including participation in cultural practices and ceremonies,…[often in 
conjunction with] reducing substance use, accessing traditional healing medicines, and 
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maintaining health through diet, sleep, and exercise," found more success with adherence and 
stability (Jongbloed et al., 2019, p. 994). Finding a way to increase adherence is a challenge, but 
through working together PLHIV and care providers can improve adherence rates.  
Treatment as Prevention. Currently, there is no cure for HIV and so prevention and 
treatment as prevention is the focus. The goal is to focus on education on how HIV is 
transmitted, the eroticization of safer sex, and the provision of condoms (both male and female) 
in order for people to protect themselves from contracting the disease (Nwangwu-Ike et al., 2015; 
Sued et al., 2016). There is also an effort to encourage people to get tested; To use the testing 
areas as a place to build education opportunities and discuss HIV. Within BC, new HIV testing 
guidelines have been put in place that: "[recommend] annual HIV testing for patients in high-risk 
populations and testing every five years for all others" (Olding et al., 2017, p. 11). Other 
preventative strategies such as promoting adherence to drug regimes ensure that those who are 
HIV positive are unable to transmit it to others (Sued et al., 2016). The promotion of ART as 
soon as possible after diagnosis increases the chance that a person’s viral load will be 
undetectable (Olding et al., 2017).  
HIV infection could be eradicated by 2050 through effective use of screening, and 
making drugs available when needed, thus the practice of treatment as prevention. There are 
barriers to this becoming a reality such as cost, provider discrimination, and poor access to 
services (Sued et al., 2016). Some countries have been more successful than others at eradicating 
HIV. These countries have focused on working to prevent stigma and have enabled access to 
drugs and services (Caine et al., 2016). Within Canada there is still a lack of acknowledgement 
that HIV is an issue. Representatives in some rural communities have been known to inform 
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researchers that HIV is not an issue, while at the same time the researcher is aware that people 
from the community have to travel for HIV care (Caine et al., 2016). There is recognition that 
more training and services are needed to successfully prevent sexually transmitted diseases, such 
as HIV (Vernon & Jumper-Thurman, 2005). As of 2004: "the BC CDC [British Columbia Center 
for Disease Control] assumed central responsibility for the distribution of harm reduction 
supplies, further increasing harm reduction supplies and condoms available at no cost to 
approved sites" (Olding et al., 2017, p. 8). Prevention is the one method available that is most 
effective in preventing the spread of HIV.  
The number of PLHIV in Canada has been increasing, especially within venerable 
populations. The reasons for this increase could be due to higher numbers of people receiving 
testing and diagnoses. It could be due to the success of ART and the increased life expectancy of 
PLHIV and its new classification as a chronic condition. This has changed methods of care and 
expectations for PLHIV. The fields of diagnosis and treatment for HIV have changed, but the 
stigma surrounding the disease still exists. Without the requirement to understand HIV there is a 
general lack of understanding for what it means to LHIV today.  
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Chapter Three  
 Methods and Methodology:  
As a teenager, I, like others, was filled with angst. I often did not know how to 
deal with my emotions. I remember one night when I felt so mad (I do not 
remember why). It was absolutely beautiful outside. The moon was huge and lit 
up the snow, and the sky was filled with a million stars sparkling away. I 
decided to get outside and hook up my team. I harnessed the dogs, put in my 
headphones, and went for a dogsled run. The moon, the cold air, and the sliding 
of my sled along the snow worked out my anger and I returned home calm, with 
a much clearer head and a wonderful memory.  
The above story is an example of how the methods used in approaching a problem or 
situation effect the outcome; by choosing to be pulled through my problems by my team I chose 
a smoother path. I stepped away from western conventions and connected to the land. This 
chapter will highlight the methodology (the approach and view used in this project) and methods 
(the practices and procedures followed) used for this study. This includes the questions guiding 
the research, ethical concerns, consent, recruitment, data collection, interview process, theming, 
and analysis. Qualitative research is best suited for this study as it relies on the views of 
participants; It creates space to collect people’s stories and present their voices, encouraging an 
interpretive method that focuses on experiences.   
Since I do not have the intrinsic self of an Indigenous person, the full lived understanding 
of experiences, and beliefs that influence indigenous research. Thus, I will be using an Indigenist 
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Methodology as Wilson (2013) explains Indigenist research, “Indigenist describes a shared 
philosophy and its resultant ontology or way of being in the world without claiming ownership or 
exclusivity. “Indigenous describes peoples’ ethnicity and claims to distinct identities” (Wilson, 
2013, p. 312). Part of practicing an Indigenist Methodology is the inclusion of the practice of self 
location. This is often part of placing oneself and providing an introduction, allowing others 
insight and connection to oneself. For many Indigenous peoples, it is an intuitive act that 
precedes a formal address, and even before introductions there is an acknowledgement of place, 
elders, or friends to give others a context of where one comes from (Kovach et al., 2013). My 
theoretical framework ‘cultural sledding’ is a representation of my own identity in this research. 
It is a representation of my experiences and learning curves within this research (Wilson, 2013). 
As Wilson (2008) discusses how everything that we know, all knowledge, is related to our own 
upbringing and experience, culture.  
I will be using the Indigenous method of narrative storytelling to capture participants 
views, understandings, experiences, and ways of knowing (Kovach et al., 2013). The 
understanding that knowledge is relational, relational meaning that knowledge is involving 
everything, and that people need to understand their place in it, is an integral component of this 
methodology (Wilson, 2013). Storytelling methods fit with this epistemology, due to the 
relationships building that occurs in the time spent hearing and analyzing people’s stories 
(Wilson, 2001). Kovach (2010) surmises that the conversational method is important within 
Indigenous Methodologies as it allows people to share their experiences and enables people to 
relate to one another. Stories are a powerful means of teaching and learning. The use of narrative 
within both research and instruction is significant. Kovach (2010) says that narrative “has a 
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holistic nature that provides a means for sharing remembrances that evoke spiritual, emotional, 
physical, and mental” responses and can be part of the method used for distributing education as 
a whole (p. 43).  Thomas (2005) states that another key component of Indigenous Methodology 
is to create new Indigenous Knowledge: “Storytelling uncovers new ways of knowing” (Thomas, 
2005, p. 245). It is through combining qualitative research approaches that both researchers and 
participants “ have the potential to respond to epistemic challenges and crises, to unravel and 
weave, fold in and unmask the layers of the social life and depth of human experience” (Smith, 
2005, p. 103). Smith (2005) also reiterates that Indigenous methodologies enable people to “tell 
their stories in their own ways and give testimony to their collective histories and struggles” 
(Smith,, 2005, p. 89). The potential positive outcomes of using an Indigenist methodology 
include self-awareness, empowerment, connectedness, and overcoming some racial aspects of 
misunderstanding for this study (Aman, 2009).   
This study was implemented using an Indigenist methodology. I, myself am not 
Indigenous, I will never be able to conduct my research or see through the eyes of those with the 
lived experience with HIV or understand the strong spirituality and ties to the land that and 
Indigenous researcher would be able to understand. This method was chosen in accordance with 
Kovach’s (2010) explanation that Indigenous research is meant to be an inclusive research 
method. Wilson (2013) explains that “Indigenist researchers choose to act from an Indigenous 
paradigm and by so doing, choose to act in an Indigenist way” (p. 319). I feel that in its ability to 
be inclusive and to respect all people equally, Indigenous research is the most appropriate 
method to use with a study that intends to focus on peoples lived experiences. Kovach et al 
(2013) discuss how “as a non-Aboriginal scholar, I am both insider and outsider to Indigenous 
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methodologies. Outsider always since I am not Aboriginal, I am however an ally. To me this 
means opening spaces, spaces where we might speak together about the world as animate, 
relational, and well beyond our capacity for knowing in a linier, reasoned, and disembodied way” 
(p. 499). The way that I see this research being useful is that it will allow people to learn from 
others experiences. This falls well within the way that Wilson (2009) discusses how elders use 
their own stories of similar situations to teach a lesson. Instead of offering advice or confronting 
a person, they will use a story to inform the other. It shows an acceptance that even though they 
may not know the personal circumstances, they still have a way of advising and explaining how 
others have dealt with similar situations. 
The goal of using Indigenist Methodologies is to ensure that research was undertaken in 
an ethically and culturally appropriate manner, employing the four R’s; respect, relationships, 
responsibility, and reciprocity (Evans et al., 2009). Respect, ensuring the researcher understands 
the participants culture and personal circumstance. Responsibility: accurately representing 
participants words, feelings and experiences. Relevance: that this topic is important to 
participants as well as the greater community. Reciprocity: that this project will give back to the 
participants themselves as well as the community. It is necessary for researchers to use critical 
analysis in their process to ensure that Indigenous peoples’ interests, experiences, and knowledge 
are the center of the research (Porsanger, 2014). This has not always been the case, in the past 
Indigenous peoples have been subjects of observation. This stems from colonization and 
residential schools where students were part of experiments (Mosby, 2013; Ninomiya & Pollock, 
2017). This was the start of poor research ethics and unfortunately it was not the end. These poor 
research practices have enforced the need for    
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Indigenist research [which] also includes a critique of the “rules of practice” regarding 
research, the way research projects are funded, and the development of strategies that 
address community concerns about the assumptions, ethics, purposes, procedures, and 
outcomes of research. These strategies often have led to innovative research questions, 
new methodologies, new research questions, new methodologies, new research 
relationships, deep analysis of the researcher in context, and analysis interpretations and 
the making of meanings that have been enriched by Indigenous concepts and language 
(Smith, 2005, p. 90).  
The most current work has been moving towards changing the idea of Indigenous research, from 
being something that uses Indigenous people to something that Indigenous people can use to 
further their culture and their understandings (Ninomiya & Pollock, 2017). An example of one 
way this has been working is “In doing science, ethnobotanists are also doing qualitative 
research, talking to community experts, observing practices, and developing word banks and 
other resources” (Smith, 2013, p. 94).   
Two key policy frameworks guide research involving Indigenous people in Canada. 
These include the TriCouncil Policy Statements (TCPS) 2 which contains a chapter specific to 
research with First Nations, Inuit and Metis People, and the Ownership, Control, Access and 
Possession (OCAP) principles for research with First Nations Communities (Ninomiya & 
Pollock, 2017). The intention is to change the tendency for people to think that Indigenous 
research is harmful to Indigenous people and to show the benefits it could bring to them 
(Ninomiya & Pollock, 2017). “Transformations in research governance and methodologies have 
helped position Indigenous communities as leaders and collaborators in the research process” 
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(Ninomiya & Pollock, 2017, p. 29). Research conducted through an Indigenous Methodology is 
thought best done by Indigenous people for Indigenous people in ways that respect their 
traditions and cultural methods (Evans et al., 2009). If research starts with good relationships and 
an acceptance of responsibilities by all partners it can create meaningful projects and new 
knowledge (Ninomiya & Pollock, 2017). The term Indigenous can be confusing when considered 
as a way of thought, but Ninomiya and Pollocks’s definition does help to clarify,  
In a global context, Indigenous commonly refers to cultural groups that have a 
special relationship with traditional land, have distinct cultural knowledge and 
sociopolitical systems share common ancestry with original occupants of a territory 
form a non-dominant group in society and self identify as Indigenous (p. 28).   
Within this world view, a balance between the earth and the spirit, is an integral part of a healthy 
life. This is not something that is always in line with being of a particular culture, and anyone is 
able to adapt this way of thinking (Hunter et al., 2006). For years people have disregarded 
Indigenous methods has negatively impacting their place in the world (Ermine, 1995).  
In working towards improving the space of Indigenist research “Indigenous and other 
marginalized communities, [have seen] the new vistas present new threats and risks in terms of 
their ability to protect their traditional knowledge and the likelihood of the benefits of research 
being distributed equitably to the poor rather than to the rich” ( Smith, 2013, p. 94). This has 
been changing, with increasing recognition of the positive impacts and value of teaching the 
physical, social, and spiritual ways of Indigenous people ( Hunter et al., 2006). The 
misunderstandings on both sides are based on equal decisions to ignore the other. Non-
Indigenous scientific knowledge is often ignored by Indigenous populations for its inability to 
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recognize the importance and significance of spirituality and nature, and the scientific 
community ignores Indigenous ways of knowing as they are not based in scientific research 
(Durie, 2004). Within Indigenous culture the “concept of health and survival is both a collective 
and individual intergenerational continuum encompassing a holistic perspective incorporating 
four distinct shared dimensions of life, the spiritual, intellectual, physical and emotional” (Durie, 
2004, p. 1139). As Wilson (2013) says “the conclusions do not need to be the same to be right. 
They need to go through a shared process of analysis. Good conclusions ensue when 
relationships are accounted for; that is when accountability is achieved” (p. 318). This is the 
basis of Indigenist methodology and where Indigenist methodology finds its roots.  
Ethical Concerns. This project was approved by the ethics review board of UNBC. 
There was a focus on the morality of the study, with recognition of people’s stories and lives and 
their individuality (Barton, 2004). Participants were assured their information would be entirely 
confidential and only seen by the researcher and their supervisors. A digital recorder, which was 
not connected to the internet, was used to record conversations, which were then transcribed by 
the researcher. Data was cleaned for identifying markers and participant names were replaced by 
pseudonyms. Participants were given the opportunity to choose their own pseudonym or one was 
chosen for them if they did not choose one, it was only recorded on the consent forms. 
Transcripts were returned to participants either through an email link to the Canadian cloud 
sharing service SYNC or in person. They were given two weeks to review the transcript and 
offered the chance to discuss both it and preliminary findings with the researcher if they chose. 
They could choose at anytime up to completion to remove their information from the study if 
they desired. Participation was completely voluntary, and participants were given an information 
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letter that explained the expectations and requirements before signing up for the project. This 
information letter also included a list of local counseling services should the participants find 
themselves in need of help at any point after our conversation. This work is contributing to 
knowledge for families, health care providers and community organizations such as PLN who 
work with those LHIV to help them understand their FPSN and ways they may support them on 
their journey.   
Cultural Safety. The concept of cultural safety as an ethical framework was developed 
in New Zealand. According to Gerlach (2012) “a founding principle of cultural safety is that 
historical, economical, and social contexts influence health status and health care services, and 
that health care providers need to be educated on how to provide their services in response to this 
diversity” (p. 152). Canada, like New Zealand, has a colonized past and is still working to 
recognize the impact on the Indigenous population. Recognizing the need for culturally safe 
practices is central to this process. As the concept of cultural safety started in New Zealand and 
these practices have been developed through colonizers’ interactions with the Māori. Cultural 
safety began as a lens for which colonizers and Māori could look through to examine their health 
care interactions (Anderson et al., 2003). There is a risk that in healthcare relationships people 
will feel at a disadvantage to their health care provider which could impact their care. Through 
the framework of cultural safety, healthcare workers need to work towards creating an 
understanding of stereotypes, attitudes, and assumptions and to help people work outside of them 
effectively in order to reduce the negative impact of this disparity (Gerlach, 2012). Due to the 
inclusivity of cultural safety it is easier to say what it is looking to prevent then explain what it is 
trying to promote. Anderson et al (2003) state that “culturally unsafe practices such as any 
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actions which diminish, demean, or disempower, [the three D’s] the cultural identity” can be the 
unintended outcome (p. 198). When working within the cultural safety sphere it is important to 
avoid the three D’s, and to focus on the “three R’s; recognize, respect and rights” in order to 
ensure proper practice (Anderson et al., 2003, p. 198). Cultural safety not only has applications 
between colonizers and Indigenous peoples. It is applicable in any relationship between people 
where one may not have the same cultural viewpoint as the other (Gerlach, 2012).   
Cultural Humility. Cultural humility is a self-reflective method that ensures the 
researcher is paying attention to their own reactions and ensures that they do not compromise 
Cultural Safety. The biggest issues for researcher’s stem from misunderstanding other’s beliefs 
and life situations and can be interpreted in a negative way (Tervalon & Murray-Garcia, 1998). 
Researchers can be in a role of power which can prevent participants from being open about their 
experiences (Ross, 2010). In this study, it is important that the researcher practices cultural 
humility to assure that they are respecting varying cultural differences. Cultural humility is 
challenging as it requires a lifetime commitment to evaluation, critiquing one’s own reactions, 
and then applying this new understanding of self to future interactions (Ross, 2010). To consider 
oneself to be practicing effective cultural humility, one must practice continual self reflection 
and critique (Tervalon & Murray-Garcia, 1998). Ross (2010) suggests that “Cultural humility is 
more dynamic than cultural competence in that it requires commitment to ongoing self-reflection 
and self-critique, particularly identifying and examining one’s own patterns of unintentional and 
intentional racism” (p. 316), for example keeping a continuous journal along the timeline of ones 
research to be aware of changes  and the way one is thinking (Ross, 2010). These practices are 
necessary for researchers and anyone who is collaborating with people of a different culture or 
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with a power imbalance. Working to be aware of your interactions and reactions can make you a 
better researcher, or at least create a better understanding of how you as the researcher can affect 
results.  
Reflective Journal. Throughout this project I will be keeping a reflective journal. As 
Kovach et al (2013) say, “an Indigenous approach [to] research begins with our own story, our 
own vulnerability” (p. 492). It is my hope that by reflecting on and analyzing my own thought 
processes I will be able to have a better understanding of other’s perspectives and be able to 
practice cultural humility with the participants of my study. This process will enable me to 
reflect on what I am learning and to be more self aware as my thinking evolves (Barton, 2004). 
Focusing on self reflection is a way to strengthen qualitative methods, as it allows a person to be 
aware of emerging thoughts and changing ways of thinking (Barton, 2004). I have already 
experienced changes in thought and an opening of my awareness just from preliminary 
conversations and meetings with people who are supporting those affected by HIV.  I am 
looking forward to the many changes that I am sure will come in my future thought processes, 
and my journal will help me to keep track of these changes.  
Self-awareness. A person trying to work within cultural safety must practice cultural 
humility, “given this landscape and the centrality of locating the researching self within the 
methodologies influenced by an Indigenous paradigm, moving forward can be intimidating” 
(Kovach et al., 2013, p. 488). They must be able to see their own position and recognize that 
others will have their own individual positions. A researcher needs to understand the possible 
power dynamic between themselves and the participant to understand the influence they have 
over their participant during an interview (Gerlach, 2012). In order to work towards avoiding a 
SUPPORT FOR PEOPLE LIVING WITH HIV    67  
  
power imbalance “Research influenced by an Indigenous paradigm regularly includes self-
locating statements” this helps to create comfort for both parties in an interview setting (Kovach 
et al., 2013, p. 491). Self-awareness of the power and privilege that the researcher holds is 
necessary. The researcher must focus on how they may present themselves to their interviewees.  
Researchers need to take responsibility for the methods used throughout their projects; 
they are responsible for the relationships they form within it (Marsh et al., 2015). It helps if one 
is reflective on their position in order to be aware of how they may have impacted the interview 
or how their own way of thinking may have coloured what they heard (Gerlach, 2012). Cultural 
Humility can help the researcher understand the differences in the way people see the world and 
can help bring people’s views closer together and help to avoid ‘othering’ if respected properly 
(Gerlach, 2012). As Kovach et al (2013) point out “for those of settler heritage, issues of cultural 
appropriation loom large, researching from a place of anticolonial desire not to appropriate 
requires one to grapple with an insiders/outsiders dilemma (p. 488). When looking at the project 
through two eyed seeing, the researcher can more easily recognize the importance of both 
Western and Indigenous methods and value both (Marsh et al., 2015). Two eyed seeing creates a 
space for non-Indigenous researchers to perform Indigenous research in a way that allows both 
cultures to benefit equally (Marsh et al., 2015). Including this awareness can help to widen the 
scope of one’s project and can make more people feel included and willing to participate across 
society (Gerlach, 2012). Hunter et al. (2006) explain, that many Indigenous people do want to 
collaborate with non-Indigenous people to teach them how their ways work. To respect cultural 
safety, one needs to focus on being self aware, acknowledging both cultural views of the 
research.  
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Methods:   
Research into HIV continues to lead to new discoveries that have not only impacted those 
who have the disease, but those who are their FPSNs. To really understand what its like to care for 
someone LHIV in this environment of constantly changing information about the disease, it is 
necessary to hear the stories of those who are involved with providing care on a day to day bases. 
To work towards the beginning of an understanding it was important for me to volunteer with 
Positive Living North. I conducted four Key Informant interviews with people who are engaged in 
helping those LHIV. The four Key Informants included two Elders, and two professionals working 
with PLHIV. Key Informants were recruited through an email advertisement to Central Interior 
Native Health Society and Positive Living North, requesting participation in my study. They were 
asked open ended questions to help inform the questions that were asked of participants. A gift 
valuing $20 from Starbucks was provided to thank key informants for their invaluable insights.  
I conducted seven interviews with FDSNs for those LHIV. The participants were required 
to be over the age of 18.  The open-ended questions were informed by the Key Informant 
Interviews and were flexible between participants. A focus on using narrative interview methods 
was maintained throughout the project. Participants were recruited through a voluntary method. 
Posters were at Positive Living North, The Fire Pit, Central Interior Native Health Society and a 
local HIV specialist, Dr. Hamour’s office. The posters included the requirements for 
participation, the offer of a gratuity, and the researchers contact information. The contact 
information was the researcher’s university email address and the phone number for the 
supervisors UNBC office, to protect the privacy of the researcher. Participants made the initial 
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contact with the researcher. Health care providers were asked to direct any questions about the 
project to the researcher, in hopes this would help to build interest.  
It was expected that participants would be individuals who are spending a large amount 
of time with the person they are supporting. The intention of the research was to hear stories 
from people who are spending time supporting PLHIV. Participants were be self-identified and 
briefly screened by the researcher. The screening process was only to ensure the participants in 
their own opinion are living with or supporting PLHIV.   
Risks and Benefits. Participants safety and protection has been utmost throughout this 
research. Participants were recruited voluntarily and appraised that the aim of this research is to 
gather information on the challenges FPSNs face in caring and providing support for PLHIV. 
Participants were asked to share their personal experiences, introducing the possibility of having to 
relive mental trauma. The researcher did their utmost to protect participants, making them aware 
of the requirements, providing contacts for local places they could seek help if needed, and 
protecting their identity through pseudonyms. Private interviews were conducted in safe private 
places that were acceptable to both the participant and the researcher. Every precaution will be 
taken to ensure that the participant is not placed in a compromising situation due to the research. 
Potential benefits for the participants in this study included the opportunity to voice their 
thoughts and experiences around providing support to those LHIV, which may benefit other people 
who find themselves in similar situations where they are supporting someone with HIV.  Future 
support networks for PLHIV will be able to benefit from this research. Non-profit organizations 
who provide support will be able to use information collected through this study to help people 
understand what it is like to be part of a support network. It will explain the thought processes and 
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experiences that can leave a person feeling lonely and excluded. The community of support 
networks and care givers will benefit from this study.  This subject has not been explored within 
current literature. There has been writing on care givers and their fatigue, but present-day HIV is 
no longer a death sentence and the care around it could differ from other care givers. This project 
will work to further scholarly knowledge on care giving and support networks for those LHIV.  
Data Analysis. Thematic and Narrative Analysis was used to interpret the data. By using 
the more traditional approach of Thematic analysis I was able to; transcribe the data, generate 
codes, search for themes, and distill these themes to determine the main subjects participants 
discussed (Vaismoradi et al., 2013). Thematic Analysis is a flexible approach to research that 
allows for making connections across interviews within the data (Vaismoradi et al., 2013). Using 
Thematic analysis enables the researcher to see patterns in the words that have been said but does 
not take into account the context of the story (Riessman, 2005). Narrative analysis enables the 
ability to interpret what has been said in the context of what is said before or after (Riessman, 
2005). Through narrative analysis the researcher can piece together a cohesive story from pieces 
told out of sequence. Narrative Analysis allows the researcher to form a greater picture from the 
interviewee’s stories (Bird et al., 2009). Through these two forms of analysis this research will be 
able to connect and see themes as well as see what the underlying meaning to those themes might 
be.  
This research included two stages of data analysis. The first stage occurred after the Key 
informant interviews. Both Thematic and Narrative Analysis was used on the transcripts from the 
Key informant interviews and the information gleaned from them was applied to the participant 
interviews. The second stage was to conduct participant interviews and transcribe them, returning 
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these transcripts to participants for their review, they were given two weeks to respond with any 
questions or concerns. Two participants were unable to be contacted to return their transcripts 
even after numerous attempts. It was the intention of this process to hear back from participants 
to ensure that I had heard their stories correctly. The intention in presenting the data back to my 
participants was to be able to hear their opinions and thoughts on the process and what was 
reported back in order to take this information into account during my final analysis; however, 
none of the participants had any further comments.   
  After having analyzed all sources through both Thematic and Narrative Analysis methods 
my sled was able to be pulled forward through my research to create this work. This allowed me to 
see the common themes, while considering how I was hearing people’s stories. At the same time, 
it allowed my participants stories to complete one picture of what it looks like to provide care to 
someone LHIV.    
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Chapter 4  
Growing up, I would often convince one or another of my friends to come to my house to go 
for a sled dog run. The adventures would begin right away as they helped me haul the dogs 
from their lots to the lines, which I had previously set up. The dogs were always full of 
energy and their excitement for the coming run was hard to contain as we struggled to get 
them to the lines and then put their harnesses on. After hooking up the dogs we would hop 
on, and if we were feeling brave, we would both stand on the runners (the back) and we 
would take off like a shot, straight downhill. We mostly ran in the gravel pit below my 
parent’s house, where my Dad would maintain a minimum 5 km trail. This trail was usually 
excellent, but sometimes other snowmobiles had confused it by weaving back and forth 
across our groomed trail, or the owner had plowed to access some gravel, creating 
complications such as a large bank to go over, but mostly the trail was smooth. Still we 
would often tip the sled, bang our heads on trees or push each other off so that we would 
have to trudge through the snow to catch up to the team which had picked up speed taking 
advantage of the lighter load. The shenanigans never ended; probably because we had my 
Dad following at a discrete distance on the snowmobile ready to pick us up and race after 
the team so we could continue our run and then return home for hot chocolate and a snack. 
Results:  
The above story is an example of the support from family and friends that I received 
growing up dogsledding. This chapter holds the narrative stories of the support that participants 
received and provided while LHIV. My intent at the outset of this project was to interview the 
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FPSNs of those LHIV. Participant HIV status was not originally inclusive criteria; however, 
because the people in these support networks were HIV positive themselves, this emerged as my 
first theme. The ease of sharing issues centred around the stigma and fear associated with HIV was 
common among these participants. The second theme identified was methods of support given and 
received. The third theme that emerged was methods of learning that participants had knowledge 
of or had employed. This theme aligns with comments from my Key Informant interviews in 
which Key Informants described the programs and all the people who access them as one big 
family. Throughout the results, the focus is on my participants’ voices, as the impact of their story 
is stronger using their words. Through my use of Thematic and Narrative analysis I have woven 
the lines between my participants which allow us to be connected and travel down the trail in a 
cohesive manner.  
I had the opportunity to speak with four Key Informants’ before conducting my 
participant interviews. I spoke with two elders and two professional’s working in fields 
supporting PLHIV. They had the opportunity to choose their pseudonyms or have them assigned 
if they did not want to choose. The names of my Key Informants for the purpose of this research 
are; Kara, Luv, Tigger, and Tracy. My Key informant interviews enabled me to adjust my 
questions, to be more respectful and considerate as well as asking more informed questions. 
Learning from books and articles is of course useful but without lived experience can be 
misleading and can prevent asking the right questions.  
I had seven participants contact me to arrange interviews.  All but one of these 
participants explained that they have been LHIV for a minimum of 10 years. Most participants 
had relocated to Prince George from surrounding rural communities. They had often left their 
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home communities after their diagnosis for a variety of reasons. Participants who had grown up 
in the foster system painted vivid depictions of their youth. They often felt that this upbringing 
had taught them independence and resilience, learning to depend on themselves. Participants 
expressed their enjoyment of participating, some for the opportunity to tell their story, others, the 
offer of a $20 gift certificate was the motivation. Participants had the opportunity to choose their 
pseudonyms or have it assigned if they did not want to. The names used for my participants for 
the purpose of this research are; Jean, Anne, Tom, Tina, Bill, Sophie, and Shawn. My 
participants may not have been who I was expecting to talk to, but their stories have helped me to 
come to my conclusions.  
Impressions of HIV. All but one of the participants in this study was HIV positive. This is 
contrary to my original expectations for the participant group. People felt most comfortable and 
supported by others who were also HIV positive. This led me to adjust the participant questions. 
This section will focus on the participant impressions of HIV including: what participants knew 
about HIV before they were diagnosed; how they understand what others think and know about 
HIV; how people can learn about it when they are young; the stigma that surrounds HIV because 
of fear and a lack of knowledge; how participant’s previous understanding of HIV impacted their 
own diagnosis; and the misinformation that participants received from care professionals when 
they were diagnosed that influenced further stigma.  
All participants talked about how they had known of HIV before their HIV diagnosis. 
They mostly discussed how much of what they knew was incorrect. They talked about thinking 
that it did not really exist in Canada, and that they had mostly learned about HIV from movies. 
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They also discussed how even when others in their family had HIV, they had not been able to 
recognize it.  
Bill talked about how had not known that AIDS was a disease in Canada. He had not 
known the number of people who were LHIV at that time in Canada.  
"when I was younger, I was so naïve, I thought HIV and AIDS was something that was in 
Africa. There was some odd person who had it in the States…but it was a fluke I didn’t 
realize that there was 100 000 people that were diagnosed back then”.   
Jean explained that she had only really heard of HIV from movies and that she did not really 
understand what it was.  
" I didn’t even know what the hell is HIV. I’d heard of it through movies and everything 
stuff like that, but I didn’t know what it was".   
Shawn discussed that HIV had been in his family for a couple of years before his diagnosis, but 
he had had no understanding of how to recognize HIV.  
"I didn’t know my brother had it, He had it for a couple years before I had it”   
When talking with participants, their journeys usually started with a lack of information and their 
own misunderstandings about HIV. Prior to diagnosis, participants gained an understanding of 
HIV from movies and pop culture. Little was known about HIV transmission, and without a 
known form of treatment, HIV diagnosis was a death sentence. Participants explained that before 
they were diagnosed with HIV, they had no understanding of HIV.   
Impacts of Previous Knowledge. Participants understandings of HIV before their 
diagnosis was based in misunderstanding. These misunderstandings fuelled their fear upon 
hearing their diagnosis and fostered their need to keep their diagnosis a secret. Participants 
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reported feeling nothing upon their diagnosis. They stated that it took time for them to finally 
feel something and to acknowledge their diagnosis. Several participants felt that they had been 
handed a death sentence upon their HIV diagnosis. For participants who chose to be open about 
their diagnosis, out of fear of infecting others, this openness turned their lives upside down. Jean 
discussed how she felt nothing when the doctor informed her, she was HIV positive, it took her 
time to even accept the diagnosis.  
“...I didn’t feel nothing. I felt numb. I mean it didn’t click in until like three months later."  
Tina and Shawn explained that with their diagnosis they both felt that they had been handed a 
death sentence.  
"I thought I was going to die” 
“… I thought I was going to die the first day when I first got it"  
Bill was very open with his diagnoses for the same reasons above, he did not understand the 
disease and the precautions that needed to be taken and so they informed everyone in hopes of 
keeping it to themselves, this also backfired:  
"I ended up getting diagnosed, and I was pretty open about my sickness, because at the 
time I didn’t know if you could get it from sharing a cup or anything. I was worried about 
passing it on, and everybody got really worried about me being around them. Nobody 
wanted to work with me or be around me because I was diagnosed with HIV. A lot of 
people didn’t have much knowledge about it, and I didn’t either, and like I say I couldn’t 
even get a job after a while"  
Participants responses to their HIV diagnosis did not include hope. They felt a lack of 
information which led them to feel lost and make decisions based on fear.  
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Learning about HIV when Young. Sophie was the only participant that talked about 
learning about HIV when she was younger from an educated source. She talked about how she 
learned about it in school. She also discussed how this increased her knowledge about HIV but 
that it was still difficult to discuss it with others as they did not have her understanding.  
Sophie explained how she learned about HIV in school.  
" I learned everything about it at school. I didn’t really know what it was quite yet in 
junior high, but they start teaching it in school when it was like 1992-93"  
Sophie talked about how she felt that she understood HIV but that she was still unable to discuss 
it with anyone as they did not seem to be as educated as she was.  
“ I understood it, a lot of other people I talk to, they weren’t educated about it, so it was 
hard to talk with them, cause they didn’t know what you were talking about"   
For Sophie it made her more comfortable with HIV and with learning about it, but because not 
everyone was educated in the same way it increased her frustration and effected her ability to 
come to terms with this diagnosis because there was no one else who had the same understanding 
of HIV.    
Stigma. Participants talked about how people still do not understand the mechanics of 
HIV. That they still have so many misconceptions about being infected, such as being able to 
contract it through touch or from having an HIV positive person in the house. Participants 
explained they had friends whose families had disowned them when they learned of their HIV 
diagnosis, because of this they had chosen to hide their diagnosis from their family and friends.  
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Sophie talked about how when she first learned about HIV people really did not understand HIV 
transmission, she explained that in her experience people thought they could catch it by touching 
an HIV positive person.  
" a lot of people weren’t aware of [HIV] and stuff like that. … they just thought … that 
they can get it just by touching someone and stuff like that. So, it was pretty crazy back 
then, but its a lot better now I guess"  
Tracy explained that people’s families disown them. They are so concerned about HIV transfer 
that they kick their family member out and sterilize the house for fear of catching HIV.  
"families don’t accept their status and completely abandon them, kick them out of their 
house, sterilize their house, say I’m not going to get it. You don’t get HIV like that. 
They’re on their own, their family completely disown them, so they’re on their own and 
that’s where we come in"  
Tom talked about how after they learned he was HIV positive his family stopped talking to him, 
and how slowly they have cut him out of their lives.  
"I don’t talk to them much actually, not for about 5 or 6 years now. Basically, as soon as 
they found out I was diagnosed [with HIV] they basically don’t talk to me that much 
except for the holidays, but I didn’t see them last Christmas so"   
Tracy talked about a conversation that she had with a co-worker who identified that her 
grandmother still did not know about HIV. Her grandmother had asked because a member of her 
community had died who had HIV.  
"I was just talking to my co-worker,… and her grandmother lives in an outlying village, a 
isolated village and she asked her what is HIV? and she asked her grandmother, why are 
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you asking this? and she said, someone just died in the hospital, and they apparently had 
HIV, and I don’t know about HIV. We have our education team going up towards that 
area, but not actually where she was"  
Shawn talked about his diagnosis as a defence mechanism. He explained that he told everyone 
that he was HIV positive, so that he could know who his real friends were.  
“I just wanted to see what people’s reaction would be, and who was really my friend, and 
who wasn’t"  
Anne explained that family is incredibly important to her. Because of her fear about how her 
family would react to learning about her HIV status, she has not shared with them.  
" Family means support and acceptance. That's what family means to me, I do have a 
family but they don’t know that I have what I have, because of the reaction that I’ll get if 
I tell them, cause if I tell they might just shun me away. That’s the kind of reaction I 
don’t want, that’s why my family don’t know because there’s a lot of stuff that come’s 
with that, and getting shunned out of the family its not fun"   
Anne also discussed how she does not trust anyone; she does not know how they would respond 
if she told them that she was HIV positive, and so she is very protective of her identity.  
“I am very protective of my identity, my name. I’m very protective of that, its just I don’t 
want to be shunned down or shunned out, but its goanna happen. … I don’t agree to that 
cause its so hard, right it is hard, because that’s how I experienced it got hard for me, 
cause I couldn’t trust anybody. I couldn’t say this around certain people without them 
giving me a rude comment and saying this and that or saying something behind your 
back, or something, or does somebody else know that person over there’s got HIV.  That 
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you better stay away from it, that’s the kind of thing that you hear, and this is how we 
handle it, and not bumping into people like that. I don’t go out for that one reason. That 
and getting judged cause a lot of us do get judged for what we have and its not right”   
Tracy explained that in rural communities it can be hard to maintain confidentiality, because of 
this PLHIV will often not access care in their community for fear of everyone finding out, and 
the possibility of their friends and family abandoning them.   
"It happens in every community, you don’t access the health centre because of that 
reason. You don’t want the rest of the village to know, and like I said a lot of the families 
have, … disowned their families because of HIV"   
Luv talked about how people do not have family involved, that many have left their family and 
communities, they have left them due to the shame they feel about LHIV.   
“most of the people here have no family involvement because a lot of First Nations 
people they still have a lot of shame around it, and most people that we help provide 
services are basically isolated from their families, from their communities, and its 
confidentiality for them, and they don’t spill it out to us or anything”  
People’s beliefs about HIV are often based on misconceptions. This lack of accurate information 
creates fear and presents itself as stigma.  Participant experienced friends and family who acted 
on this misinformation. It created a couple of responses, participants who felt the need to hide to 
maintain their relationships, and those who aggressively discussed their diagnosis to convince 
themselves of the strength of their relationships. Friends and family often did not form the 
supports that participants needed after HIV diagnosis.  
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Relationships with Professionals. Participants all reported having challenging 
relationships with health care providers. Participants felt that they needed to be able to trust 
providers, but they needed to earn that trust. Doctors need to understand their patients needs.  
Tina talked about needing to consider her own ideas surrounding treatment when talking to 
doctors. She explained that she had seen doctors who wanted to medicate her while others were 
more open to alternatives.  
"sticking to your mandate at PLN, firepit, and having an open mind. One Doctor was just, 
he’s a pill popper take this… take that, see you next month. Someone else will be 
holistic, try something else, you got to exercise and eat properly. Another Doctor says, 
maybe you feel with your partner you can express yourself besides having sex, there are 
other ways to express yourself, but my hopes and dreams guy was like, huh?"   
Tom explained that one of the groups he attended also had a doctor come. The idea was to create 
a safe place for people to talk to a doctor.  
“[we are] supposed to have a Doctor, or just someone we can ask medical questions.  
Because some guys, they don’t want to go to a Doctor and ask. They want to ask 
someone else, its either that, or they don’t go in until they [are] basically almost dying”   
Luv discussed how in her interactions with providers they had not asked her what could make her 
health better. That when she was given the opportunity to talk with professional providers and 
was asked, it elicited a very passionate response.  
“Northern Health, they sat in a circle upstairs, and I just burst out crying. I said nobody 
ever asked me, how can we help you to make your health better? Simple as that you 
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know. Its not about a piece of paper and how much money your going to make today; 
knowing the numbers, and so now our appointments are longer than the usual "   
Jean, she explained how she had had an incredible learning experience when a caring Doctor at 
the Oak Tree Clinic in Vancouver took the time to sit down and talk her through HIV and her 
treatment.  
"she’s explaining CD4 counts, and all that, in a way where I was able to understand… 
She was talking to me like I’m not stupid and that was that was amazing. It was at a time 
that I … would actually sit there and [she talked] to me, and not talk to me like I’m a 
little girl, and ahh your so cute! like oh shut up. I just want to punch you hahaha, yah she 
wasn’t like that"   
She continued to explain that this doctor was so helpful because she was patient and wanted to 
help.  
"somebody with a little bit more patience and not like someone that actually wants to 
help other people not just because they are getting paid to do it, you know what I mean it 
makes a big difference"  
Participants stories all demonstrate how treatment by a professional who exhibits understanding 
can change how a person LHIV approaches their treatment. They discussed how meaningful it 
was when a professional took the time to ensure their understating and to ask what they needed 
to be able to care for themselves.  
Personal Reckoning.  
This section will present themes on personal reckoning. We will be pulled through these 
themes by following participants through their reaction to; their diagnosis with HIV, the time it 
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took to come to terms with their HIV diagnosis. What it means to them to be HIV positive, 
healing from drugs, alcohol or other traumas, how stigma and others’ views impact their personal 
reckoning process.    
Reaction to Diagnosis. All participants discussed their diagnosis. The following 
exemplify the effects that diagnosis can have on people and the emotions learning this news can 
evoke. For Jean she talks about how she did not know what she had done to deserve having HIV.  
"what did I do to deserve this? You know, and like why get this special treatment. I’m 
like kicking myself in the ass thinking I don’t deserve it!"  
Shawn explained how lost he felt, and the feeling that his life was over. As discussed above 
Shawn learned in childhood that he needed to depend on himself and treated learning to live with 
HIV in the same manner.  
"[I had] nobody to talk to. I thought life was over, its not really over, you learn to live 
with the shit you have in life"  
Anne talked about her confusion upon her HIV diagnosis. She wanted to ask questions and 
access supports, but she did not know where she could go. She was concerned about who she 
could tell without risking her confidentiality.   
"being diagnosed for the first time was hard right, because you just don’t go out and start 
asking questions. It’s a touchy subject, and when you’re first diagnosed its hard, because 
you don’t know what to do. You don’t know where to go. You don’t know who to talk to. 
You, you’re confused"   
Bill took us a little further back to explain his living situation before his diagnosis, and how the 
news of his HIV diagnosis caused him to change his life. He spoke about how he felt hopeless and 
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fell into drugs and alcohol abuse. He explained how this, in turn caused him to abandon everything 
and leave his life behind.  
"Oh, I was devastated. I didn’t think it could ever happen to me. I was only with a few 
girls my whole life. I never really used needles. I drank but, I had a best friend and he 
logged, and stuff, was a little bit older, and stuff. He started using intravenous drugs, and 
I stopped hanging around with him because of it. … the Doctor said well what are you 
going to do you probably got 6 months. I just lost it. I gave up. I kept thinking how in the 
hell could it have happened to me. I was depressed. I started drinking. I started using 
drugs more. I owned three homes, I sold them all for pennies on the dollar. I had an old 
muscle car, I spent 2 years restoring. I sold it for nothing. Everything I owned I got rid of. 
I just left town with a duffel bag one day, and I figured I would never see home again. 
That was it, and a pocket full of money and just left, and was going to drink my life away 
pretty well, to the end of it, and yah I was crushed. It still bothers me, even today thinking 
about it, like I always wanted a family, and a house, and the white fence. After being 
diagnosed all my dreams just kind of got washed away, and I just, but I mean I’m doing 
better, and stuff, but I still wake up with it every day, and its just something that will 
never go away"  
Everyone had diverse ways of coming to terms with their HIV diagnosis, but they all had 
similarities. The feeling that they did not deserve this, and that their lives were over was a theme 
common to all participants. They all described how they informed themselves, how they had to 
work towards their own understanding of HIV, and how it would now impact their lives.   
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Time and Understanding. All the participants described how it took time for them to 
come to an understanding of their HIV status, and time to learn what it means to live with HIV. 
Participants explained that it took years for them to come to terms with their HIV diagnosis. The 
amount of time is influenced by stigma, and the amount of support people receive from support 
networks.  
Sophie talked about how long it took her to come to terms with her loved one’s diagnoses. She 
explained it had taken approximately 15 years.   
"probably just in the last 8-10 years maybe, maybe then, cause its been about 20-25 
years"  
Shawn explains how he has come to terms with his diagnosis, that he now knows that, an HIV 
diagnosis does not have to be everything.  
“don’t worry about it if you get it. Its not the end of the world, cause I don’t know. 
I’ve had it since 2004 and its what 2018 so its 14 years I’ve had it for”   
Sophie continued to explain how coming to terms with HIV was something that she had to do 
herself, internally, how time changed her ability to understand.  
"no not really, just because I’ve dealt with it now, its just easier, I was fine with it I never 
really used to be, but I am now, so that’s changed a lot"  
Participants shared that it takes time to come to an understanding of what it is to live with HIV; 
That it was something that took them years to come to terms with. They also recognized the fact 
that though it did take a long time to come to an understanding once they had it was something, 
they felt able to overcome, or at least to live with successfully.  
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Trying to Heal from Addictions First. The participants all described Drugs and Alcohol 
in one way or another. They often talked about how learning about their HIV diagnosis caused a 
flight reaction. That they turn to drugs and alcohol, even for those such as Bill above who had 
not really done any of that before. They all discussed how coming to terms with their HIV 
diagnosis meant addressing their drug and alcohol addictions first. They explained they needed to 
acknowledge the problem and help themselves first. They talked about how they did not really 
know how to treat their addictions. They talked about how stigma surrounding HIV is often also 
related to addictions and the complications this caused them. For those who had been fighting 
their additions they commented that their HIV diagnosis felt like another step backwards.  
Jean talked about how she knows there is support out there to help her but that first she needs to 
work on getting control of her addictions. She is clear that she wants to get better but at the same 
time is the most comfortable when she is drunk or on drugs.  
"I know I’ve always had support, but like I’ve said I’m so impatient cause of my drinking 
and alcohol abuse, that I have to deal with that first, before I can get to where I want to 
get. … I mean this its all fine and dandy like ok I’m trying to get on my proper path. … I 
really want to get to, but the only thing that’s stopping me is the fact that I’m an addict. 
I’ve always been an addict, and I just feel more comfortable being a drugged druggie and 
an alcoholic then anything else.  That’s a scary thought because like how the hell am, I 
supposed to help other people, when I can’t even quit my addiction”   
As Tina said she needs to find a way to come to terms with her past, to   
“deal with [the] beast in my past"   
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Jean continued to explain that she would love to put all her energy into sobriety but that it was 
hard when drinking is also your social life.  
“It would be so much easier to just pick up the phone and say hey can you come over and 
bring me a pint. Instead of saying, hey can you come over and help make this, and help 
with my addiction or something like that, you know what I mean? I want to put all my 
energy into my sobriety”   
Shawn explained the continuous struggle of living with addictions. He understands that the drugs 
are part of the problem, but his addictions are so much in control that he must focus on getting 
treatment for them, when we talked, he was on his way to detox as he  
"was getting tired of just walking around the streets all the time"  
Jean explained feeling that she was constantly going backwards. She explained that she had 
fallen back on her addictions when she received her diagnosis. Jean felt that LHIV had prevented 
her from recovering and negatively impacted her social life and mobility.  
"I didn’t have a love life. I had, I didn’t want to have sex with anybody, because I didn’t 
want to like give it to anybody else and it was just like fuck what am I doing. I’m back 
doing drugs and alcohol. One of the things that I didn’t want to do is to sleep when I 
found out. … Not only did they … make it like I was going to end my life, but like my 
life is going to end and its just made me [feel like] I was back at step one again and it 
fucking stressed me out and pissed me off, because I did not want to fucking start all over 
again"   
All participants had to deal with addictions in one way or another. They expressed how dealing 
with addictions needed to happen before they could treat their HIV. Participants were in various 
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stages; from feeling they had control, at least largely, over their addictions, actively seeking help, 
and awareness of treatment as a step they needed to take. Addictions create complications with 
HIV treatment due to the need to stick to a steady regime to prevent their body from forming 
drug resistance. Participants recognized this and were working in their way to able to achieve 
success with both their addictions and their HIV treatment.  
Effects of Stigma  
All participants reported feeling the effects of stigma. Not all the stigma enacted upon 
them was due to HIV. Participants discussed experiencing discrimination and abuse starting 
when they were quite young. They responded by teaching themselves self reliance. Participants 
described not being sure if they were experiencing stigma due to HIV or if it was discrimination 
or abuse. The enactment upon them had similar effects on how they felt. The ability to be self 
reliant and the stigma they often experienced made it difficult for participants to search out and 
accept help for themselves.  
Incorrect Information. Luv explained that people’s families often do not understand 
methods of transmission and the realities of LHIV in a modern world. Misinformation about HIV 
has people believe that transmission is related to being gay, or being an IDU, because of these 
common beliefs friends and family members label their loved ones when they discover they are 
LHIV.  
"yep because to them its it might be shame, or it might be labeling. Their families, or 
their lifestyle. Labeling them, or [believing] they get HIV just through sex, when its not 
the case. Its through needles. Through their addiction. Through sharing like that because 
that’s how HIV is looked at. That its oh they got it through sex"  
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Bill described an experience where he and his partner went to the emergency room. In this 
experience he clearly remembers being sent to a different waiting room then others who were 
accessing care. This segregation deeply effected the way that he felt receiving care. 
"when we were at the hospital, basically come in through the emergency and go down to 
non emergency, basically go down the hall and there’s a little room to the left and me and 
her sitting there everybody else in the other, it was like they were isolating us away from 
everybody else, now it’s common, some of the things that we’ve had to deal with but 
other then that I think its gotten better since then"   
Bill and Luvs examples show how misinformation can affect how people treat those LHIV. 
These are just two examples of experiences of stigma based on misinformation about HIV.  
Non-HIV Related Stigma. Participants discussed how it was not always easy to 
determine if the stigma they were experiencing was due to their HIV diagnosis or due to living 
with addictions, living in homelessness or being poor. Participants reported feeling stigmatized 
and discriminated against due to being Indigenous. The stigma enacted upon them may not be 
related to their HIV diagnosis but, because they are LHIV participants often ascribed these 
instances to their diagnosis. Participants reflected that they had experienced stigma and 
discrimination in different forms but their fear of others discovering their diagnosis made them 
hyper aware of stigma related to HIV. Tigger explained how the people accessing their services 
were not only dealing with stigma due to HIV, they were also experiencing stigma and 
discrimination due to homelessness, drug use and poverty.  
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"they’re not just dealing with stigma LHIV cause you can’t tell, ok so their stigma isn’t 
related to HIV. Their stigma is related to being homeless. Their stigmas is related to 
being aboriginal, [or] being an intravenous drug user, [or] being poor"   
Kara described a particularly difficult situation when she took a client to a hospital. In this 
experience, the man she took to the emergency room had a fire in his tent. He had parts of his 
tent melted to his flesh and was in enormous amounts of pain. The nurses were not able to focus 
on his pain which was for very evident reasons. They instead focused on his drug abuse and the 
possibility of him being violent.  
“We went to emergency. He came here because he didn’t know what to do, and we didn’t 
even bother with Doctors. We were like get into the van lets go, so off we go to emerge, 
and when we are in the triage part where they do your blood pressure and your pulse, 
they completely disregarded the fact that he was oozing and blistering and the smell of 
burning flesh, is disgusting its absolutely awful, and they ignored that and started 
questioning him about his drug use, and was he looking for drugs, and does he have any 
weapons on him.  Here is a man that is covered head to toe with melted nylon, blistered 
oozing hands, you could see they were. He was in agony, and he was shaking, and 
probably going into shock, but I’m not medical, I don’t know, and they are asking what 
kind of drugs he was using, and if he had any weapons”  
In these examples we can see how professionals have internalized their stigmatized beliefs and 
have trouble seeing past them to see the patient in front of them.  Tigger and Kara provide 
examples of discrimination within the health care system that have influenced their experiences 
and their ability to feel supported when receiving care. They show how professionals internalized 
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stigma effects not only the care that is provided but peoples willingness and comfort in accessing 
healthcare.   
Mistreatment by Misinformed Professionals. Participants reported their most 
stigmatizing moments with care professionals. Tigger talked about the impacts of care 
professionals’ actions based on internalized stigma and how it effects the health care provision. 
Most professionals are generalists, the vast amount of information they are required to learn 
means that they do not always have the most up to date information. Tom talked about how his 
father, as a care professional (fire fighter), should be informed on HIV, but he struggles to accept 
Bills diagnosis. Tigger talked about how accurate information on HIV can be difficult to 
determine. Even those who are in the medical field can have misconceptions that run so strongly 
they act upon them, such as nurses putting on three pairs of gloves to protect themselves.  
"we still have nurses who put on 3 pairs of gloves when they work with someone LHIV. 
Honestly if you poke yourself with a needle its going through all those gloves honey!"  
Bill explained that doctors and nurses are usually generalists; they have a lot of information they 
are required to know; this can mean they are not up to date on new information for all afflictions.   
Bill talked about how knowledge is gleaned from Doctors and Nurses, that there is little bits 
collected here and there but when dealing with HIV the only ones that can be trusted to have the 
most up to date information are specialists. This is problematic as specialists are notoriously 
difficult to access.  
“just by talking to Drs and nurses and different things. I mean you gotta nurse that’s 
being trained to be a nurse, they gotta learn so much in a short time, and its so many 
things they gotta learn its hard just to focus on one thing right, and that’s one thing. I 
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didn’t know that’s why we have specialists because they just study in certain things right, 
and that’s why they are really good at that one thing. I like to be able to push it on them 
to have that accessibility, to have that for anybody that’s being diagnosed”    
When talking with Tom he explained that his Dad worked as a firefighter. As a first responder, a 
firefighter should understand the basics in HIV. Tom talked about how even though his Dad 
should be educated he still did not understand HIV transmission and had not been accepting of 
Tom after his HIV diagnosis.  
“my dad working for the fire department, you’d think  he’d know about it, but he didn’t, 
and you’d think working with the fire department they’d know about these kind of things, 
but no, for some reason they didn’t train him in that I guess even just him he’d back off, 
and that, cause he was worried id pass it on and stuff, and I was like, in order to do that id 
have to be blood to blood, but the thing is for me since my blood is undetectable, 
[there’s] less chance of passing it on”   
Doctors, nurses, and firefighters/first responders should all be people who understand the risks of 
HIV and what is and is not necessary. Participants often had examples of care providers who did 
not have a good understanding of HIV.  
Learning Self Reliance. Shawn, Jean, Tom, and Anne talked about how they had 
developed self reliance when they were younger. They discussed how their experiences had 
taught them they should not care what others think. It taught them that they needed to be their 
own support and they could only depend on themselves. Participants explained that sometimes it 
is part of a person’s personality to feel that they do not need help, that they are able to support 
themselves.  
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For Jean she grew up in foster care. She described feeling that those responsible for her had 
labeled her a problem child, though she really felt that she just needed help and understanding. 
She experienced abuse and discrimination within the foster system, she reflected that she had just 
wanted to be treated like everyone else.  
“Every home that I went to, I knew it was bad people, because they did bad stuff to us. 
All of my life people kept looking at me like, aw she’s troubled, she’s a troubled child, 
she went to this much foster homes. I went to 27 foster homes. … I kept trying to tell 
them, trying to talk to them [and] say I’m not a troubled child you guys put me in this 
situation. You guys all look at me, keep looking at me like a stupid native person, and 
I’m not. I just want to get treated the same way as everybody else. Just because of the 
colour of my skin I don’t get proper help and it frustrates me”    
Shawn talked about how his upbringing in the foster system taught him that life can be hard, it 
taught him that he had to depend on himself to be able to decide what was right or wrong. That 
he had to trust his own decisions and depend on himself.  
“I learned that growing up in foster care system. I don’t really care; some hard times is 
whatever. I know what’s right, and what’s wrong, and ...some people have it different in 
their head”  
Tom had also been part of the foster system, and he explained how at an early age he learned that 
you must trust your own opinion, that you cannot focus on what others say.  
“everything I’ve been through since I was young, which basically it doesn’t matter what 
somebody else’s opinion is, its what yours is”   
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Anne discussed how she values being able to support herself. She knows that there are supports 
available for her, but she wants to be self reliant, that her personality and upbringing have 
influenced her ability to accept care.  
"I admit I don’t use the supports, because I do believe I can do this on my own. If I need 
help, I’ll ask, I’m that kind of person that don’t ask for help but tends to do it on my own. 
My own responsibilities in that but if I do need them, they are there"   
Participants often learned early that they needed to depend on themselves and they have adapted 
this learning to dealing with LHIV. They discussed how their experiences showed them they 
could only depend on themselves. That their upbringing prepared them to listen to their own 
morals and their own voice of reason because other opinions can be very harmful.  
Hard to Ask for Help, Helping Oneself. Participants explained that it can be 
exceedingly difficult to ask for help. That they often have questions or doubts but asking can be 
difficult. They talked about how a sense of hopelessness can prevent them from seeking help and 
how hard that can be to overcome. Participants recognized PLN and the role they played in their 
learning journey. They discussed knowing that supports were available but deciding to be self 
reliant, even when they felt very alone. Jean still finds it hard to ask for help and to get the 
information that could make LHIV more bearable. She understands that she is often the one 
getting in her own way for learning about HIV and is constantly telling herself that she just needs 
to get help.  
"when I do ask them, when I’m ready to, but I haven’t asked anybody yet, they said I 
don’t know how to do that. I don’t know how to get to ask for help. I’m one of those 
people that don’t ask for help. I try to figure it out on my own, but I’m gonna have to 
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suck it up and ask for help, because like I can’t be that stubborn person anymore. If I do 
want to get the proper help, I just gotta bite the bullet and just suck it up "  
Tina explained how hopeless she felt that she lived one day at a time and did not have time to 
worry about asking for help, that she would help herself.  
" I know my days are numbered, but I’m not going to worry about that...... I don’t make 
plans cause I only work one day at a time, and make my most cause I might not see 
another day"   
Anne explained how she had worked through the information she found on HIV by herself. She 
acknowledged the help she had received from others who were HIV positive and from PLN but 
still felt she was alone in her learning.  
“I didn’t really have much support. I just had myself. I worked through this on my own, 
and I learned a lot from PLN and from frontline warriors. Quite a bit. I learned to get 
through it instead of have somebody else help you.  I just did it on my own, and I have 
my space to. It helped me to let him learn some stuff too”  
This resilience can make LHIV very lonely. Participants need to feel independent, even in a 
small way, ran through all of our conversations.  Participants felt as though their lives have run 
away with them. One thing they can control is how they learn and how often they ask for help. 
Participants had worked hard to find way to support themselves and they often accessed different 
resources to learn about HIV.   
Support. Support comes in different forms. For the people that I talked with support 
often came from professionals. Participants discussed how professional support systems helped 
with their physical well being; providing food and helping them to access health and dental care. 
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They talked about their help mentally; providing access to and help understanding information, 
and someone to talk to when needed. Participants also discussed professional services as a family 
and a place where they could go to talk with others who are HIV positive and dealing with the 
same things. The people that I talked with not only mentioned professional support, they also 
talked about building relationships with professionals as family. They discussed how sometimes 
they just needed a friend to sit and listen, to help them figure things out. Participants discussed 
finding support from various sources.   
When talking with Kara she explained how all the professional care services work together. 
Professional supports have recognized the importance of good relationships with the people they 
are working with and that sometimes they need to step back and let someone else in.  
“very often you end up offending somebody, and it happens all the time it doesn’t matter 
how close you are with a client sometimes just looking at them with the wrong tilt of 
your head, and their in a mood, and its just the wrong tilt of the head for somebody and 
you’ve offended them for weeks, and they will not come back, and so I think for any of 
these organizations, and people supporting our clients its really important that we have a 
really close relationship, because quite often you have to be able to just tag your it, and so 
PLN, and the needle exchange, and us really just have a good relationship for that” 
Care networks have various relationships to balance, they have the relationship with those they 
are caring for, that with other care providers and then with doctors and nurses. All these 
relationships are particularly important for keeping everything running smoothly.  
The Importance of Food and Access to Nutrition. Food was a topic that all participants 
expressed the importance of. They all talked about the food hub and how it helped them to be 
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able to make smarter health decisions. How it was there when they were having a challenging 
time eating to provide a boost and be able to maintain a healthy lifestyle.  
Anne described both the Food hub and the boost program. She explained that the boost program 
is where people can access boost (a meal replacement) if they need it. She also described the 
food hub where people can apply for the food, they need every week.  
"there’s a boost program that we have there to. Participants can come and pick up boost, 
and we have a hub program, that’s a list of food we can check off what we need at home, 
and its we check off and then we grab it a week later after we fill out the application. We 
come grab our hubs and take them home and we get a hub once a week"   
Healthy food can mean so much more then just something to eat as Bill explains food security, 
and just knowing that there when needed can be a source of relief.  
"just even having the food hub and being able to eat better. Just knowing that I had that 
food that I needed. The boost program that’s really helped, cause sometimes I don’t have 
an appetite, and I can always drink a boost"   
Food is such an important thing in peoples lives, without food people find it difficult to focus on 
other aspects of their lives. Every participant mentioned the importance of food and the role it 
played in their ability to tackle their health. With access to healthy food is also gave participants 
something to enjoy; preparing their own food.  
Help with Other Physical Supports. Participants talked about programs that helped 
them to access what they needed for their physical health. They explained that programs such as 
CINHS or PLN would help them to find a place to live, or provide help getting to appointments. 
Tom talked about how professional groups gave access to information in a nonthreatening way 
SUPPORT FOR PEOPLE LIVING WITH HIV    98  
  
that helped a man access health care he needed but feared. And Bill talked about how they helped 
him to get dentures so he could successfully work towards a healthy diet. Sophie talked about 
how programs helped to ensure people have what they need. They help them to get to 
appointments and to find housing if they need it.  
”if you need food or housing, I think that is how she found her last place here is through 
them, they got to take her around, they make sure your on time for your appointments, 
and just everything like they give you, I think they give you boost, and just stuff that they 
can drink too, and take home so that’s alright. If you need to see somebody else like a 
psychiatrist or anything, they used to make an appointment for you”  
Tom discussed how programs create opportunities for people to take care of themselves. He 
talked about a program that helped men access and feel informed about colonoscopies.   
“knock you out, basically arranged a ride for him to get home and everything, because 
they said he would be totally out of it, he wouldn’t remember getting home, basically 
thinks he woke up in the hospital, and he doesn’t remember getting home"   
Bill explained how his life improved after programs helped him to access dentures. It gave him 
the ability to take hold of his health and have passion for preparing himself healthy meals.  
"since I got my new teeth, before I couldn’t chew a lot of foods. Salads and stuff were 
hard to chew, and just by getting my teeth pulled, and getting dentures, its been so much 
better cause I’m not just eating soft foods. I mean instead of eating regular hamburger I 
buy lean hamburger just different things, eating 3 square meals a day whether you feel 
like it or not it makes a big difference "   
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Professionals provide care and support that goes further then simple health. Though the outlook 
of health does include all the above as well. Helping to find lodgings and support making 
appointments creates opportunity for people to support themselves.  
Helping to Access Supports. Participants all talked about needing different things from 
professional care givers; needing support on their own terms or help accessing appointments and 
keeping their schedules. Tom discussed how he recognizes the need for support and to increase 
the amount of support available from places like the needle exchange.   
Jean described how she wants to learn, but she needs to be able to do so on her own terms. She 
has trouble focusing and she needs someone who is not going to give up.   
“when people push the help on me I back off. Its just like don’t push all this help on me 
because you think I’m ready, like when I’m ready I'll know when, but I’m not ready right 
now. I was ready yesterday hahaha. I’m a woman, I can change my mind whenever I 
want. Today I’m not ready, that’s my life, that’s how I live, that’s my life right now its 
like a revolving door. You keep going and say ahhhh and you back up out just like, yah I 
can’t do it again. Yesterday I was just all come home and get help, and I got sidetracked, 
but its just like I was thinking more and more of where I’m going to get my next fix "   
Bill explained that he appreciates how places like PLN and CINHS help by making it easier for 
him to stick to appointments, but also helping to reschedule when he does miss them.  
“I’m bad for making appointments, cause it always seems like something else comes up, 
and I never make it, or I sleep in cause I couldn’t sleep or something to make me miss it 
right "   
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Tom’s comments were on the availability of services, how he was dependant on the needle 
exchange, and how after his experience he recognizes the work that needs to be done to increase 
access to programs such as it.  
“That’s the other thing, like we were trying to change the hours of the needle exchange. 
They only go to a certain amount of time, and when that happened for me it was after that 
time, and especially on new years eve, you don’t know their open till 1, 2 or whatever 
and of course [I] made the wrong choice"   
Bill talked about how when he was working to get a handle on his disease and life, he was 
dependant on having a place that not only helped him get organized, but they also let him come 
to vent his frustration.  
“when I had my bad days, I would just come here and vent, and they would just put up 
with it. It would be something that had nothing to do with here, and I would come here, 
and I would be swearing and I’d be mad and upset because I’m having problems getting 
something done or something, and they always, they calm me down and they help me, 
and they would advocate for me, and before I knew it I was like oh that was easy, what 
did I get so upset for. You know just to have that support for almost everything, or 
anything to deal with life, or you know doing your taxes, or making Doctors 
appointments, or if I missed one just to rebook it”   
Tom explained that sometimes it is not about needing help, it is about needing a place to go that 
is safe and where you are going to be surrounded by supportive people.  
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“sometimes its just a place to hang out. Instead of sticking at home all the time, it gives 
us somewhere to go and hang out. I don’t know we’ve known quite a bit of the members 
for quite a while now, so basically, we’re really good friends”   
Participants explanations of professional supports covered different areas. Professional programs 
could mean a place to access information, and get help understanding that information, or a place 
to go where participants could vent without repercussions. Participants found themselves 
dependant on professional services with potentially severe consequences when they were not 
available.  
Learning Materials. There is an assortment of learning materials available for learning 
about HIV. Learning from Doctors, nurses, and other professionals. Learning from pamphlets, 
books, the internet and learning from others who are positive. Though there are so many sources 
available, they are often difficult to understand or access. Participants explained that they often 
learned the most from others who are LHIV.  
Sophie explained that she mostly found information in pamphlets and books that she found at 
Doctors offices. These sources did not have enough information.  
“I mean they were really pretty short. There were a couple books, but there wasn’t really 
too much, not that I can remember"  
 Jean has tried learning from books on HIV. She has found them to be thick tombs that seem to 
repeat themselves and are still difficult to understand. This has never been a successful way for 
her to learn.  
" Last night I picked up a book, Living with HIV, it’s a big thick book and I don’t know, 
it just seems like it repeats itself, like it’s a big thick book and it just seems like its 
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repeating the information  over and over and over and its so pointless, because its not 
explaining what I want to know, and [in a] simple format of words that I would be able to 
understand it, so yah that’s where I’m kinda stuck right" 
Anne discussed that she had searched out information on her own. That she had read books as 
well as found information online. She also accessed others who had been positive longer than 
herself.  
“I read a book about HIV, and I looked up on some stuff online about it. I learned about it 
on my own, because I looked it all up on-line, and I read it, and started learning what 
goes on with HIV, and what I should learn, and that there’s lots of info online that you 
can [learn], and from other warriors”  
Information is available for people who look for it. There are books, though they can be very 
confusing and lengthy. There are pamphlets at the doctor’s offices and other health providers, 
though they can be short and difficult to understand. Participants talked about finding 
information online, which can be immensely useful when you have enough of an understanding 
to wade through the vast amounts available. Learning from others who are HIV positive is also a 
common learning method.  
Support from Others who are HIV Positive. Participants all discussed where they 
received support. They discussed how having a support network that was also HIV positive was 
particularly important. Participants learned best from others who were HIV positive. That others 
lived experiences are more relatable. Having a place to go where everyone felt like family and 
could be depended on allowed people to feel supported within their HIV diagnosis. 
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Anne described a large part of her support group as others who are HIV positive. She explained 
how they know what she is experiencing and have experienced it themselves.  
"They understand where I’m coming from right, and some days aren’t easy, some days 
are hard its just knowing how to handle it, go about it, its just [about] support and the 
things I need"   
Bill talked about how he feels that those who have lived experience make the best advisors. That 
they are more relatable and easier to share with.  
“I’ve learned things, and like its hard to help someone if you don’t understand or haven’t 
lived it or something. that’s why sometimes I think that the counselors or those that have 
lived with addiction or whatever their counseling on, if they’ve lived it they make a way 
better counsellor then somebody that just read it from a book"  
Tom explained how he had started coming to PLN with his partner before he was HIV positive, 
that he had felt supported within his role as a caregiver due to this opportunity. He lamented that 
they have changed the program to only be open to those LHIV, which has restricted the support 
provided to outside caregivers.  
"well I guess we started coming here [for] Friday meetings. Before there were Friday 
meetings here, and it used to be like, I don’t have it but she does, id be there supporting 
her, but now the meetings [have] changed now its just for people that have it. I don’t 
know in a sense that kinda changes, but basically we started finding out most of the 
information though here, like what we can access and stuff"  
All participants talked about PLN and its roll in their lives, but Anne put it best. She describes it 
as a family, one that she knows will support her.  
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“PLN has been good to me. It’s a big big family that we grew up together and its really 
important to me that I do have supports out there that I can turn to.I have lots of people I 
can turn to like good friends.”  
Receiving support from others who were also positive was how most participants experienced 
support networks. They had a better understanding of what each other were going through as 
well as having informed suggestions. Participants referred others accessing PLN as family, a 
family that they had chosen who accepted them as they were. 
The Strong Relationships that can Form with Sharing Diagnosis. Many participants 
had bad experiences with telling people that they were HIV positive, but in some situations 
sharing their diagnosis created a very strong relationship with those they told; From sharing with 
a partner who turned into a main support, or a daughter, or a mother. Participants reported their 
strongest relationships were often with someone whom they had shared their diagnosis.  
Tom talked about how it had been extremely hard for his partner to share with him that she was 
HIV positive. She had already lost relationships because of her diagnosis. He wanted to make 
sure that he would not be the source of pain for her again.  
"seeing how much she was let down. I didn’t want to be the next person that let her down 
basically I’ve been doing everything to try to keep her going, and that cept I still can get 
her to gain weight, no matter what I cook, nope"    
Bill talked about how had always had a good relationship with his mom. That his dad had not 
been willing to educated himself but, his mom made a special point to be able to support him. 
She educated herself and treats him the same as she always has. This ability to treat him the same 
has brought them even closer.  
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"like mums always mums. Mums are awesome. I still communicate with my mum a lot. 
My dad, when I found out I had HIV, he [was] like you better not be drinking out of that 
juice jug or anything and he was really paranoid of catching it  I think my mum had, she 
researched it, and had more knowledge, and wasn’t worried to hug me or kiss me or 
anything. She just acts the same as she always did. Its funny how some people change 
when they don’t know about certain things, and my dad did. He changed but if any thing 
it probably brought me and my mum closer"  
Anne explained how telling her daughter had been a difficult decision and had required courage. 
That sharing her diagnosis had brought them closer and allowed her daughter to understand her 
better.  
"my kids don’t know either, but one my second oldest daughter knows, cause I told her. 
That was hard to do, because you have to gather up all of your strength and your courage 
just to tell her that small little piece of wording that I told her, and she had all the respect 
for me. She said thank you for telling me mum. I have all the respect for you for that, and 
now she just loves me the best, because I had to tell her, because she had the right to 
know so I told her, and now we are closer then close now because she knows what I go 
through everyday, cause I tell her"   
Those who are positive found themselves most able to communicate with others who are 
positive, but those who were able to share their diagnosis with friends and family found it could 
create a bond stronger than before.  
Sometimes You Just Need Someone to Talk to. Sometimes participants felt they just 
needed someone to sit and to listen to them. That the best way to come to terms or figure 
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something out for themselves was to have someone to talk to. They could talk to a professional 
who is willing to listen. They could talk to a professional who is willing to give their time. 
Sometimes even getting to tell their story to a researcher can be therapeutic. Just having someone 
listen to their story was one of the biggest ways they felt support.  
Tina explained that sometimes she just needed someone to talk to. That a simple visit can 
sometimes be enough to help you understand a situation.  
"someone to be by [you], and support for you when your going through your trouble. Its 
not all that bad, mainly all you need is a cup of tea, or a bath, or a walk, to figure things 
out”  
Tina understood that sometimes more then a simple visit is needed, but even in these 
circumstances it was important for professionals to listen, not try to help, but just to listen.  
"CINHS someone that has acute support for my mental illness, he doesn’t help me solve 
my problem, he just sits there and listens once and a while asks a question so how does 
this make you feel about yourself”   
Tracy explained that when she was upset or things were too much for her, she would talk with 
people at PLN or with her friends just to have that cathartic release.  
" Sometimes I need support, and I usually just go to PLN, or talk to the staff, and go to 
my friends, and they are there for me"  
Sometimes getting to tell their story to someone new was like treatment. Jean remarked at the 
end of our interview, how nice it had been just to tell her story again.  
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“thanks for listening cause I haven’t talked about that in like forever, it feels good maybe 
that’s what I needed to get motivated to get to where I want to get to, and get it done. I 
just need that little shove”  
Tina responded that   
"A community is a group of people who help you when you need them to help you out, 
and someone usually has that, or just an ear when you need to talk, or not a family 
member cause your too close"  
Participants explained that sometimes they just needed someone to talk to. Just getting to tell 
their story can be very cathartic and allow someone to revaluate where they are. Sometimes the 
opportunity to talk helps people to figure out their own thoughts and can help them to come to 
terms with their HIV diagnosis. This is another important part of learning about HIV, the internal 
ability to understand what you need to be able to succeed in your HIV journey. 
Moving Forward  
Participants talked about the things that helped them to move forward. They talked about 
accepting their HIV diagnosis and learning to take care of themselves better. They discussed 
spirituality and how that has impacted their healing. They described the most helpful things in 
their journey and how they stumbled upon them. Participants talked about how they are working 
through groups to improve themselves and their own self image as well as to inform others, 
especially youth, about HIV.  
Self Care. This forward motion is based on getting help with their addictions, for others 
it is trying to live the heathiest life they can. Participants talked about accessing marijuana to 
SUPPORT FOR PEOPLE LIVING WITH HIV    108  
  
help with the side effects of their HIV medications. They described a change that they needed to 
make to decide to live a healthier lifestyle and accepting that HIV is no longer a death sentence.  
Shawn talked about how he recognized that he needed to move forward. He knew he 
needed to get help with his addictions, that they were part of why he had not been feeling well 
lately.  
"I still feel the same like when I first, after I got sick I still feel the same, I’m not really 
feeling too good now a days though cause I’m always using drugs and shit, and as soon as 
I go get my methadone that’s the only time I feel normal right now I take like cc vitamins 
on methadone other then that its just I don’t know I usually tell everyone that I have it if 
they don’t already know"   
Bill talked about how he had come to an understanding of LHIV. How he had learned that 
between the new medications and living a healthy lifestyle he could live a long life.  
"Different meds. Different ways of to be healthy, and live healthy. That I could live a 
long time. That there was hope, like it wasn’t a death sentence anymore, because of how 
far they’d come with the medications "   
Bill continued to explain that with his realizations he amended his lifestyle. He felt that he was 
living better than he had before he learned he was HIV positive.  
"I probably started living more healthy then I did before, because before I just figured I 
was invincible, and nothing would ever effect me. I never worried about nothing, and it 
wasn’t until I got diagnosed [with HIV] that I started taking care of myself properly, or 
better than I was anyway"   
Anne talked about how she used marijuana to help with the side effects of her HIV treatments.  
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That she had found a way to increase her adherence. That it helps her to live a healthier life.  
“I smoke marijuana for it, because it eases the side effects of the medication that I take. It 
ups my appetite. I sleep better. I eat more. [My]aches and pains are gone. I function good 
when I’m on it. The side effects [of the treatment are] not good either, cause that’s why I 
smoke marijuana is to [get] rid of those. Some of the side effects are pretty harsh so 
marijuana helps”  
Tina explains how over all it is a change in attitude, a change in perspective. HIV is not the death 
sentence it used to be.   
"change of attitude, patience motivation… its not a death sentence, its not a suicide 
sentence, heck, it was 30 years ago" 
Self care can mean so many things. It can mean learning to take care of yourself, recognizing 
that they needed to make a change in themselves. Accepting that alternative treatments are going 
to be helpful to them. Participants recognized that what they need to be their best is how to 
participate in self care.  
Spirituality. Participants talked about spirituality in diverse ways. They talked about how 
programs such as AA and the Weldon Berity program use spirituality to try to help with 
addictions. Participants talked about how spirituality can be thought of in different ways, and 
how utilizing those different views can improve a person’s outlook.  
Bill talked about the Weldon Berity program, a program that uses the concept of First Nations 
spirituality and the Creator to treat addictions. He explained that it is like AA, another addictions 
treatment method, but instead of focusing on Christianity it focuses on the Creator.  
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“12 steps for AA, but they also deal with our drug addictions. The four winds just how to 
deal with things not just your alcohol like your drinking problem, but everything, but its 
mostly with addictions, and its kind of neat. Your given a book and there’s different parts 
like you do the 12 steps sort of thing, and can do it on your own pace, and you can work 
on it at night or during the day, and the meetings are pretty good cause you talk about 
some of the challenges you might have had or what you did to avoid it if you had some 
temptations or use or something. Its pretty good.  I know when I went to AA it was a lot 
to do with the bible, and God ain’t making me drink or fuck up, That was somebodies 
way when they put it together to say why they might be drinking or something, but yah to 
me its sort of about the creator a bit I guess too but not as strong. They aren’t pushing the 
bible down your throat as much as AA does. I think, I don’t know if you have ever done 
AA or anything, but they have the bible in there so much, but its dealing with addiction”   
He continued to talk about how he had taken on the same approach as the program, that it made 
sense to him.  
“I sort of took the native perspective, like the four winds and things, and now I find it 
more interesting, so I pay attention”   
Tina had a unique way of seeing spirituality. She explained how she felt people showed their 
spirituality on an individual bases, that by practicing things that they thoroughly enjoy or are 
good at they are practicing their spirituality.  
"people see spirituality different ways. For some they know how to cook properly, some 
know how to hunt properly, and some people know how to pray properly. You can’t do 
everything well, and it can’t be that good at everything"   
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Tina discussed that for her, her connection to her culture and spirituality came from her ability to 
get back to her culture through the Firepit. That through the Firepit she had been able to 
reconnect with her culture and practice drumming and dancing, her spirituality.   
“Firepit helped me get my culture back…  [getting back to] …drumming singing 
dancing”   
Tina’s view on spirituality transferred over to Tom. Tom did not refer to spirituality when 
discussing cooking, but it had the same tone as when Tina discussed spirituality. He described it 
as something that he took joy and pride in, as well as a connection to family.  
“it doesn’t feel like work… [it is] … just an enjoyable process…before my adopted dad, 
before he got on with the fire department, he was mainly a chef, so he showed me 
everything by the time I was about seven"  
Participants talked about spirituality, or dancing and drumming, or cooking, to connect with 
themselves. Having a way to look at the bigger picture helped them to come to terms with 
addictions, or their HIV diagnosis. This is another method that people can use to learn about 
themselves and what LHIV means to them. being able to understand your own spirituality can 
also be a means of support, having something that can help to bring one back to oneself is very 
grounding.   
Improved Learning Techniques. Learning is part of how all participants felt they could 
move forward. They all discussed how important it was to be able to know who to ask for help. 
To know where the most up to date information is. They also talked about how workshops and 
helping others to learn is one of the best ways to move forward.  
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Tina talked about how she had found one professional who was an excellent resource. She 
understood that for her to sift through all the information on HIV would not be successful, but to 
have someone direct her has been helpful.  
"his minds like a library, this is me, pick me this, [and he goes,] you need this, you don’t 
work, get this. He goes through this whole circle library and gives me my own. When I 
need help, oh there it is, I don’t have to go oh"   
Anne mentioned how useful online resources can be. That there are places you can talk to 
someone online or get a number to talk on the phone.  
"CATIE that’s another online thing that you, if your having any problems, you go online 
and talk to somebody online, or they give you a number you can phone, and you can talk 
to somebody that will listen to you "  
Tom discussed how he always wanted to keep learning current information. He also accessed 
CATIE online also well as participating in workshops. These workshops help him learn but also 
enable him to help others.  
“the CATIE project online, and plus I’ve been doing a lot of workshops, and stuff that 
they have here [at PLN] and also went for Hep C training at the Firepit, and a few other 
things that you can train on anyways. I always wish for more information on [HIV] "   
Participants found that to move forward they needed information. They found that they needed to 
ask the right people. For those who were more self directed they found that the internet had what 
they needed and that they could still access help when they needed it. The desire to learn more in 
workshops to help themselves and others was also a common theme.  
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Stumbling Upon Helpful Information. Participants reported feeling as though they 
stumbled upon valuable information. They remembered feeling lost and either ending up talking 
to the right person or overhearing another’s conversation to find valuable information. Others felt 
that it had just taken a long time to ask the right question to find the help they needed.  
Jean reported that she still did not really know how she had found PLN that she just stumbled 
upon it.  
“I had no idea. I’ve been thinking maybe thinking about that, and I have no idea how I 
even got [to PLN,] like seriously”  
Bill talked about how after he left his hometown, he ran into someone he knew. This person was 
the one to tell him about PLN and point him in its direction.  
" It was weird. I come to this town, and I was in a shelter, and I ran into an old friend of 
mine. He had just got out of jail, and he was waiting for the bus. He’d lived here before 
and he told me that he had [HIV], and that he was diagnosed with it, and he was the one 
who told me about PLN. Otherwise I mighta never heard about it, or it might have took a 
while to hear about it, because it wasn’t something that you would go around talking 
about it, oh I got HIV"   
Tom also discussed how he stumbled upon health information. He explained that he found out 
about money he could use to buy supplements.  
“they didn’t tell me that I actually had a health supplement that I could use through 
disability, that I could use for HIV and that, I found that out through [the] doctor…I 
[asked] where do you get that, and he was like well you just got to go down, and basically 
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I think its an extra 60 a month on the cheque for health supplements, it basically includes 
boost or whatever you need for your month"   
Tina struggles with her teeth and getting the right nutrition. She had suffered for five years 
before she found out that she could supplement what she needed with juice.  
" At the university there’s a place at the farmers market, and it took 5 years to ask this 
question, oh I’m getting more sick I can’t eat, and I had no teeth and I had to go to the 
farmers, the juice thing [and] get a $8.50 thing of juice on Saturday”  
Participants specifically mentioned needing something that would make accessing information 
simpler. They had all felt like they had stumbled upon valuable information and felt that there 
needed to be something that could help others find it without having to stumble.  
What Would Help with Learning, Suggestions. Participants had suggestions for what 
they felt would be useful for others, so they did not have to struggle as they had. They talked 
about a different learning medium such as a DVD or a “book for dummies”. A directory that 
would help people to know where they could go or who they could call. Something simple that 
the doctor could give them at the time of their HIV diagnosis that would direct them to available 
resources.  
Jean expressed that it would be useful if information were more accessible. She 
described two different mediums she felt would be more accessible to people learning about 
HIV. She discussed a DVD for people who are visual learners, and a simplified book for people 
who needed HIV described in an easy to understand resource.  
"if they had like a DVD or something like that, that you could visually watch it or 
something, with the proper information that would be for starters, like a starter kit, 
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something like that would be very helpful [or] a dummies book for learning about HIV, 
and where to start to go get help for that, Just little guide lines that would help me get 
where I need to go on the internet, to get the proper help and learning in the way where 
its like at my speed and nobody else’s. The more information I get the more ’I'll be able 
to handle it. If they had like a 24/7 hotline”   
Jean was not the only one to wish for a directory. Tom and Bill both commented on wishing for 
something similar. A directory that would direct them to the most pertinent information.  
“a little booklet of all the different things we could access, for just living with HIV 
and that, cause like say a page on like the health supplements type thing, or all 
these different programs that could help, cause I don’t think they even, they have 
the community resource thing, the little blue flip thing, but other then that, it 
doesn’t say anything about HIV or anything like that it just shows where you can 
access food and that”   
Bill especially felt that something like a directory coming from his doctor would have been 
particularly useful. It would have helped him especially as his doctor had not had ample 
information for him.  
“like a number for somebody to talk to, or information. I think if there was a pamphlet 
the Doctor could have given me for different doctors across BC, or an out reach different 
programs, it would have helped big time, rather then having to go out and try to find 
these things on my own. Even to have somebody there like a counsellor or something just 
to say its not the end of your life, and then explain things to me you know. There is 
medications, different things like that because the Doctor never told me shit”  
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Participants suggestions that for what could have helped them through their diagnosis were 
simple. They would have liked something that summed up what HIV is in a digestible format. In 
a more accessible format such as a DVD. They also described a directory to easily tell them 
where they could go for help and what they could easily access for support.  
Support Groups. Support groups were an important part of how participants saw 
themselves moving forward. They explained how PLN was the main place to go for HIV 
support, but that within that system there was more. Within the groups run by PLN there are 
opportunities, opportunities to gain experience and opportunities to support others.  
Tina explained, how PLN was the first place for people with HIV to go, but that they ran the 
Front-Line Warriors and the Fire Pit. These programs all work to help people in experiencing a 
variety of circumstances but with overlapping areas.  
"PLN its the first stage of HIV awareness, Front line warriors are the second stage of 
them, and they trickle down to the Firepit where the friends can meet. You can’t go to 
PLN because its member based, but you can go to the Firepit and hang out”   
Bill gave two examples of how being part of support groups works, because he is a member, he 
was able to work for PLN and make his own money. This feeling was helpful to his own self 
worth.  
“[being part of] the community, and that there is something better still for me. That I can 
be part of the workforce again. I mean because of my counts I still get tired easy you 
know. I have my good days and bad days, but hopefully with these new meds my counts 
and everything will get better my energy, everything, so I’m pretty excited”   
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Bill also told of how groups try to have someone who is positive present when someone else is 
learning their status. He was unable to attend that time but had gone at others.  
“there was somebody that was getting diagnosed that they were positive, and they wanted 
me to go up to the hospital and be part of a support and everything. I was busy that day 
and I didn’t do it, and it’s the one thing I still regret, that I should have just dropped what 
I was doing and went up and been support for that person"  
Tom mentioned how he was part of a couple groups working towards similar goals.   
“well two different, one harm reduction group, but there are two different ones, and I 
think they should be working together, but there are two separates”   
Tom discussed being part of support groups has also meant getting out to support the 
community. They do this a couple of ways. Part of what they do is to try to help those living on 
the streets. They also are working to clean up the streets.   
“right now, we are just we’re in the process [of getting] up and going, like they have had 
theirs going for a little bit longer, but basically get our backpacks our cleaning supplies 
and everything. So we’re going to get out there, probably in the next month, get out there, 
and start handing out stuff, helping people out, and we are just trying to get a vending 
machine like they have for Vancouver”   
Participants talked about how being a part of a support group gave them something to do that 
they felt good about. It also gave them access to others who could help them and ways they could 
support others.  
Working to Inform the Young. Participants discussed how teaching our youth about 
HIV was going to be the most successful method of informing people about HIV. They were part 
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of the Front-Line Warriors going and telling their stories to raise awareness. They talked about 
family events at PLN were people could visit with family and build relationships. They also told 
of experiences open to youth to learn about HIV while spending time with an HIV positive loved 
one. Anne talked about the Front-Line Warriors. She explained that they do presentations to 
inform people. Presentations are largely in schools, but they present in many different venues.   
“I’m a Frontline Warrior, I go out and tell my story to schools and other people around 
the city, and out of the city, to get it out there, and that feels so good! Some people don’t 
know how it goes, and how it runs, and what we have to go through everyday, somedays 
are easy, some days”  
Bill explained that he felt the most beneficial place they could go was to the youth. He feels that 
if his story can prevent anyone from getting HIV that he will continue to tell it.  
“[I like to] be out and educate the young. I like going to the elementary schools and 
focusing on the youth, cause I think that is where a lot of it should be spent, in teaching 
the younger kids about safe practices, and how to avoid contracting it, or spreading it. 
[convincing] anybody that is infected to stay on the meds and to be undetectable is the 
only way we are ever going to put an end to it, you know. I hope I never pass it on, and it 
dies with me"   
Kara talked about the programming at PLN that creates a space for family to be together but also 
a safe place for them to learn together and about each other.  
“PLN and I really really respect the work they do to. They make a lot of family events 
too, so a lot of family BBQs, and so not only are they supporting couples and individuals, 
but they are giving them a chance to bring their kids into it, a lot of our, well most of our 
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clients have kids in care so they’re not with their families, so they make it a safe 
environment there. They can have the kids come for the BBQ, come for the play, even 
come for the movie even. Whatever it may be, and its an approved visit, because its 
witnesses, its open, its there in the public, and so its perfectly safe, It’s a chance to build 
those relationships with family, community and with each other”  
Sophie talked about a camp in Nanaimo that her son went to with her loved one she did not know 
much about it but felt that it helped her kids be aware of HIV.  
“I know it was fun, and they learned a lot about HIV stuff and stuff like that. I’m not sure 
exactly, but he said it was pretty cool. They don’t like talking about it especially my son. 
I guess sometimes he’ll ask questions about it, but he’s really really quiet, and he keeps 
to himself all the time”   
The consensus among participants was that teaching and informing youth was going to be the 
most effective way of preventing the spread of HIV. They felt that by telling their stories and 
ensuring kids know what HIV is, they were working towards eradication of HIV and they would 
continue to tell their stories.  
In the stories above I have discussed how the people who form support networks are 
LHIV themselves. I have used their words to describe their experiences and their reasoning for 
trusting those who are also positive. Being part of a support network has interesting connotations 
including the methods that they have had for learning about HIV. These methods are something 
they have been able to share with others while also acting as a source of support. They have 
reported on the methods of support they have experienced. There are so many advances in 
treating HIV successfully suppressing viral loads, work towards prevention, and a greater 
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understanding of what HIV is. In spite of this LHIV is still a challenge, it is hard to trust, hard to 
know what the body needs and hard to understand. Supporting PLHIV comes with another set of 
challenges, such as being able to tell others that you/they are positive and still feel supported in 
the community. Knowledge around HIV has come a long way and being part of a support 
network has a different meaning then it did originally, but there are still so many challenges to 
overcome.  
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Chapter Five  
My parents raised and ran dogs for the pleasure of travelling down scenic trails 
to lakes for a hot dog roasted over a fire or moonlit night runs with the northern 
lights dancing in the sky. However, my parents did participate in a number of 
mostly local races for fun. As I got older and was able to train a team more 
consistently, I also did have opportunities to participate in a couple of small 
races. For one such race, I had a small six dog team which I had trained well. I 
felt prepared and was convinced I was going to do well, if not win. This race 
had a staggered start in which participants started at two-minute intervals and 
was based on time, not on who crossed the finish line first. My turn came and my 
dogs were ready, jumping and straining at their lines to go. I released the break 
and we were off. I had never run this trail before and very soon after the start, 
there was a hill with a bit of a sharp corner at the bottom, and my dogs were 
still going fast. We hit the corner and over the sled went. The dogs dragged me 
down the trail as I tried to hold on, but eventually I lost my team. I did not know 
what to do. I just stood there feeling very embarrassed. Behind me came an old 
trapper who had been running dogs for years. His was a team of malamutes, 
known for their power and stamina, but not for their speed. He had entered just 
for fun, and when he saw me, he had me jump into his sled. I don’t remember 
when we caught my team, but I was filled with mixed emotions; the hurt pride, 
gratitude at being rescued, relief that we had caught the team and the enjoyment 
of sitting in that sled have stuck with me to this day. 
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Discussion:   
Compare and Contrast. As in the story above, this journey has been nothing like I 
expected, but I have learned so much that I will be able to hold with me going forward. I entered 
this project with the idea that I would talk to people who were not HIV positive, but who were 
supporting those who were LHIV. I expected there to be a line between those who were positive 
and those who were not. What I found instead is that that line is very blurry. PLHIV are a source 
of support and comfort to others who are HIV positive. The methods that people use to learn 
about HIV, and the support networks they access are intertwined: the networks often creating an 
opening for new and diverse types of learning.  
The literature has shown there to be significant disparities between the experience of 
those LHIV in urban and rural areas. There are fewer professional support systems in rural areas 
which may be located far from the home communities of those living with the disease. This 
affects peoples’ ability to be tested in the first place, and then their ability to access the treatment 
they need which can lead to viral suppression. Also, in smaller, rural communities, where 
everyone knows everyone and their business, the effects of stigma can be stronger. PLHIV 
experience feelings of isolation and depression when they are shunned by their community due to 
their diagnosis.  
There are differences to, in the knowledge that professionals have and their ability to 
share this knowledge and provide support for those with the disease. The participants in this 
study confirmed that these factors effected their experiences with HIV.  
Supporters are often HIV Positive Themselves. Within the literature there is a lack of 
information on FPSNs for PLHIV. This research indicates that part of why this may be, is that 
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those who are providing support, are also LHIV themselves. Participants roles within support 
networks are often overlooked as people focus on their experiences LHIV instead. Though this 
role is not a focus in the literature it does mean that, at least for this research, the lived 
experiences of PLHIV and their support networks are similar. I did not approach this project with 
the idea that those I talked with would be LHIV. As I said above, I expected my participants to 
be HIV negative themselves and supporting their loved one LHIV. In six out of seven interviews 
this was not the case. Throughout the literature, the references to shame, fear and stigma are 
incredibly frequent. When accessing support from others who are positive, people can surround 
themselves with others who are living in similar situations; being able to bypass the judgement 
and fear associated with HIV. It can also mean that they may not access or maintain treatment as 
they may both be unable or unwilling to access the professional support they need. While they 
may support each other emotionally, they may not receive the added benefit of mental health 
services.  
Methods of Learning and Support for PLHIV. The majority of participants LHIV 
themselves changed the way that this research was approached. I expected that the HIV negative 
people I would talk to would learn about HIV from pamphlets in health clinics, see the HIV 
aware posters that are up in public spaces, and from media sources such as movies and T.V. The 
reality of the interviews was that people often learned about HIV that way, but that had been 
before their diagnosis with HIV. After their diagnosis participants reported feeling lost and often 
not receiving more information that they could understand about HIV.   
There are two main themes within methods of learning about HIV. There is learning from 
healthcare providers and learning from others who are LHIV. Health care providers, for the 
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purposes of this paper, has a broad definition, it includes anyone who is a professional or is doing 
paid work providing care for PLHIV. Within this research, people who are providing care, or 
supporting PLHIV, without pay for that role, are defined as peer support networks.  
After diagnosis, learning about HIV changed. Participants wanted to know more about 
HIV and what this diagnosis meant for them, but stigma led them to be nervous about accessing 
sources of information as they did not want others to see them and think that they were doing so 
because they were HIV positive. They received some information from health care providers, but 
most of their learning was from others who were LHIV. Learning from providers was often 
difficult due to having negative interactions, often with ill informed providers who did not 
understand HIV themselves or due to participants own discomfort with a colonial health care 
system and the cultural insensitivity they had experienced from providers. Participants were 
diagnosed with HIV a minimum of ten years ago. In this time Knowledge about HIV has 
advanced, this may have impacted the information available at the time of participants diagnosis. 
Misinformation or the lack of information could also be due to participants receiving their 
diagnosis in a rural area from general practitioners. HIV research is changing so fast that 
participants found the only way to get current information, void of stigma, was to talk with a 
specialist. Specialists are rarely available or accessible to those living in rural or northern regions 
These concerns led participants to feel lonely and isolated after their HIV diagnosis.  Moving 
forward, once people accessed specialists and found professional support networks that 
humanized HIV, they felt greater support. They were able to access specialized resources and 
surround themselves with people who were also HIV positive they were able to further their 
learning opportunities. Professional care givers in a specialized setting are able to create a safe 
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space for dialogue enabling people who are positive and others who want to learn about HIV, 
and access to accurate up to date information as well as a place to congregate that is safe and 
welcoming to PLHIV. They create a space that does not care for just a disease but is humanizing; 
giving access to food, help accessing medications as well as setting up appointments. They create 
opportunities for people to receive things such as dentures, provide mental health support and 
resources, and enable those LHIV to optimize their health. They also create opportunities for self 
esteem building, providing work, or opportunities to volunteer working towards community 
awareness. Allowing people to work towards bettering themselves and work for education and 
prevention can be an important part of treatment. These centres provide care for the whole 
person rather than just the physical body.  
Specialized services, such as PLN or CINHS in more centralized locations, have created 
safe spaces for PLHIV to create a support network of peers. These peers are at various stages of 
LHIV and have learned different things about LHIV along their journey. This is a vital way that 
people can provide support to others by sharing their knowledge while providing kinship and 
understanding. This sharing has created new family like bonds, especially important for those 
who feel that their families are unable to support them. The understanding from others LHIV 
instead of the fear, shame, and stigma helps to make people feel more engaged in treatment and 
can give them hope for their future.  
Limitations. Limitations for this study include; a dependence on PLN, my own interview 
skills, not collecting demographic information and the use of a $20 gratuity. It had a dependence 
on Positive Living North. Though there were four recruitment locations for my research, PLN, 
the Fire pit, CINHS, and the local HIV specialist, Dr Hamour’s office. Most participants were 
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from PLN, which increases the possibility of a limited point of view. PLN was also generous 
enough to allow the use of a private space to conduct interviews. While this worked well for 
some participants, others wanted to meet outside of business hours. Interviews took place in 
places like participants’ homes or at the public library. This changed the dynamic of the 
interview, the researcher’s comfort in the participants home, the noise distractions from being at 
the library, and may have been another limitation.      
My own interview skills were another limitation. I had conducted a couple of interviews 
before but had never done so on my own before this research. I also feel that my own discomfort 
with certain subjects could have impacted the research. For example: I find that I do not fully 
understand my own idea of spirituality and when asking others about theirs, I may skim over it or 
may steer the conversation away from those topics inadvertently. This could have impacted the 
mood of the space when asking these questions. It also means I did not ask many probing 
questions, limiting the conversation on those topics. My own knowledge and constant soul 
searching could have been a limitation for this research.  
  The decision not to collect demographic information is another limitation. The decision 
not to focus on specifics such as; age, ethnicity, and gender identification was intentional when 
designing this study. These specifics were not the focus of the project and I did not want it to 
skew my perceptions. As I was analyzing and writing up results for this project, I found that 
specific information would have been useful. Information such as age, length of time LHIV, 
hometown, and ethnicity could have added another layer to the depth of understanding of the 
complexity of being a caregiver for someone with HIV and the lack of this information is a 
limitation for this study.  
SUPPORT FOR PEOPLE LIVING WITH HIV    127  
  
  The last limitation I will discuss here is using a $20 gift card as a gratuity. This may have 
influenced people to participate who otherwise would not have considered themselves part of a 
support network. $20 can be motivating for people living in complex situations. This gratuity 
may have been a limitation, but I would not change having offered it. It was a way to show my 
gratitude for participants willingness to talk with me. There is a possibility that people who are 
not part of a support network choose to participate made for unique observations as they had 
different experiences then other participants, which would not have been available without these 
participants.  
 Cultural Sledding. Throughout this research I have often imagined myself on a trail. I 
have my sled which is full of knowledge from my literature review and from conversations with 
people such as my supervisors who have suggested new ways of looking at things or ideas that I 
may want to consider. The lines between myself and my participants have been woven from my 
participants stories.  They are both the support that I was able to give my participants and my 
connection to my participants and their stories that are pulling me through this research with their 
insights and experiences. There have been tangles and crossed lines, obstacles along the trail, but 
through using all their strength they have pulled me down the trail. I have gained a new 
appreciation and understanding of a part of the world which was very unfamiliar to me. Each 
individual story provided an example of how support, both that provided and accepted, effected 
peoples lives.   
 Going Forward. This research illuminates a way forward for future research. The need 
for a free, streamlined, easy to understand and access resource is very apparent from both the 
literature which spoke of the difference between the information professionals have and the 
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knowledge that those living with and/or caring for those with HIV have. My data is supported by 
findings within the literature. Participants addressed the difficulties they had in finding 
information about HIV and where they could go to get help. Something like a directory, which is 
accessible in paper form and on the internet, would go a long way towards helping people to find 
the help they need early in their diagnosis as well as throughout their journey.   
  By focusing on non-professional caregivers (unpaid) this research missed a potential 
source. People who are care aides for PLHIV. People working in the role of a care aide for a 
person LHIV are often not specialized and have little to no training. How they have learned 
about HIV and what kinds of support they receive would be an important future study.  
  Studies on the original intention of this research, to talk with those providing care or 
forming support networks for those LHIV, who are not positive themselves should be completed. 
Literature and interviews with stake-holders support that there are those living in this situation 
and how they have learned about HIV and how it has affected their lives still needs to be 
researched. It would be interesting to look at the similarities and differences between these two 
groups.  
 Another suggestion to come out of this research would be to provide access to training 
for people who are forming FPSNs. Something like the San’yas: Indigenous Cultural Safety 
Training Program, would allow for a greater coordination of information and create awareness 
from both professional and non-professional aspects (Home | San’yas Indigenous Cultural Safety 
Training, n.d.). 
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Conclusions  
The research into the supports for non-professional caregivers for those who are LHIV 
has been very limited, but this project has shown that it is an important area of study and there is 
much to be learned so that caregivers can be properly supported. The expectation of this research 
was that those people who are caring for people with HIV would be HIV negative was not the 
case in this study. Instead most participants were LHIV themselves. These relationships develop 
because those who are HIV positive fear the stigma that comes with the disease and become 
isolated from those who are not positive. People learn from each other in a supported manner 
without the judgement they receive from others. They can learn from what others have 
experienced and are able to feel supported in their shared circumstances. While there are 
advantages to this kind of support the drawbacks could be that neither has all the information and 
support from professionals that could lead to better outcomes. This research shows the 
importance of places of support such as PLN and CINHS, that provide a safe space and 
connection for PLHIV. It shows that current HIV information is difficult to disseminate to 
people’s families and peer supports. Work to eradicate the stigma that surrounds HIV needs to be 
done. Towards this end more needs to be done to talk to people living outside of the general 
support network for PLHIV and to provide resources about HIV, both for the sake of prevention 
as treatment as well as to work towards the ability to live a full and fulfilling life while LHIV.  
 This research has shown that education is important. Those LHIV and their support 
networks need the knowledge that professionals will make informed decisions for their treatment 
and care. Professionals need education in cultural safety and how to give the information their 
patients need in an understandable way that values them as whole people. The wider population 
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needs education about the disease in order to reduce stigma. There is more that researchers can 
learn that would bring these groups together in their knowledge and understanding of this disease 
to provide the best supports for this disease that affects so many.  
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Appendices  
Appendix 1 
Glossary 
Acquired Immune Deficiency Syndrome (AIDS): 
A disease that reduces the immune system, making it susceptible to infections. The final 
stage of HIV infection (Acquired Immunodeficiency Syndrome (AIDS) Definition, n.d.). 
CD4 count:    
 CD4 cells are the bodies white blood defences cells. By measuring them (the more the 
better) the rate of HIV infection can be assessed. (CD4 count (or T-cell test)—HIV, n.d.)  
Central Interior Native Health Society (CINHS): 
A primary care clinic in Prince George B.C. providing care in a holistic manner for 
Aboriginal People (Central Interior Native Health Society, n.d.) 
Highly Active Antiretroviral Therapy (HAART):  
Medication that revolutionized HIV treatment; not a cure but a method of managing HIV 
that enables people to live with chronic condition.(Highly Active Antiretroviral Therapy 
(HAART) | SmartSexResource, n.d.) HAART is no longer the accepted term, it is now 
simply Antiretroviral Therapy (ART), as calling the medications highly active had 
inaccurate connotations. If a person adheres to ART they are able to live a full relatively 
normal life (When Did HAART Become ART?, n.d.). 
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Human Immunodeficiency Virus (HIV): 
A disease that reduces the immune system, making it susceptible to infections. Advanced 
forms are known as AIDS. 
Key Informants: 
I have used it to mean the elders, and professionals who have a vested interest in 
individuals living with HIV that were generous to speak with me and inform on the 
research going forward. 
Positive Living North (PLN): 
“An Aboriginal AIDS service Organization” providing support to those living with 
HIV/AIDS/HCV. Working to provide educations and prevention in a culturally safe way. 
Participants: 
People who voluntarily contacted the researcher and considered themselves to be family or 
part of a peer support network for someone living with HIV. 
Family and Peer Support Networks (FPSN): 
In this work means people who are family, friends, or others forming support networks for 
People living with HIV. 
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 Appendix 2  
Summary: estimates of HIV incidence, prevalence and Canada’s Progress on Meeting 
the 90-90-90 HIV Targets, 2016 (Canada, 2018) 
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 Appendix 3  
Proportion of reported HIV cases (n=1,184) by race/ethnicity and Indigenous 
subgroups (N. Haddad, J.S. Li, S. Totten, M. McGuire, 2018)  
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Appendix 4 
Representation of Theoretical Framework 
 
 
 
